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PERSONAL STUDY PLAN (REVISED) 
NAME: MS. CAROLINE MYFERI WILLIAMS 
DATE: APRIL 1997 
DATE OF REGISTRATION: APRIL 1ST 1995 
REGISTRATION NUMBER: 4612 
CLINICAL DOSSIER 
• Continuing Professional Development 
A brief summary of continuing professional development will be presented as a list of 
workshops attended since 1994, including those provided by the Clinical Doctorate Conversion 
course. Attendance on this course will mean less study time allowed to attend other training 
events. 
• Clinical Evaluation Study 
Proposed title; "A Study of Service - Users' Satisfaction With A Memory Clinic Providing 
A Neuropsychological Screening Service In A GP Surgery" 
AIM: This study aims to evaluate the service-users' satisfaction with a model of a memory 
clinic that provides a neuropsychological screening service at their GP practice. 
Importance of Study: The study is of interest locally as it was felt that many people with a 
dementia were being referred to mental health services at a late stage in their illness and 
innovative ways of encouraging people to come forward earlier were being sought. Evidence 
from the literature suggests that memory clinics are useful in identifying people earlier and a 
pilot project was therefore set up to explore whether or not providing a neuropsychological 
screening test at the GP surgery encouraged people to come forward for assessment who might 
not otherwise have done so. 
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This study is therefore part of a larger one evaluating the memory clinic and will focus on the 
service-users' satisfaction with this model of service delivery; variables of particular interest 
are the importance of location of the clinic, ease of access and satisfaction with the explanation 
and advice given at the clinic. In addition it hopes to identify what the attendees' expectations 
of the memory clinic are and how stressful they found the assessment procedures. 
ACADEMIC DOSSIER 
• Title of Critical Review 1: 'A Critical Evaluation OfKitwood's Approach to the Care 
of People With A Dementia' 
AIM: To evaluate Kitwood's approach to the care of people with a dementia including 
the intervention and audit tool he offers - 'Dementia Care Mapping'. 
Rationale: Clinical practice needs to be informed by sound theoretical arguments and 
empirical knowledge. It appears that these principles are sometimes overlooked in the 
field of dementia care and changes in practice precede empirical knowledge. Kitwood's 
approach may be an example of this tendency or he may prove to have something more 
substantial to offer. The paper therefore aimed to explore the validity of the theoretical 
and the empirical basis of his approach to dementia care. 
• Title of Critical Review 2: "A Critical Evaluation Of Community Mental Health 
Teams As An Effective Form Of Service Delivery" 
AIM: This paper sets out to explore the evidence for some of the claims made for 
community mental health teams, especially in terms of the effectiveness of the kind of 
service they deliver. 
Rationale: Current changes in the health service means that there is a greater emphasis 
on community care and many clinical psychologists are being asked to contribute to 
multi-disciplinary teams as well as to evaluate them. It was considered useful, in order 
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to inform current practice, to review the literature available and to see whether the 
advantages often claimed for this mode of working really have any empirical support. 
RESEARCH DOSSIER 
•Title: "The Referral Journey: An Exploration Of Why People With Dementia Are 
Referred To Mental Health Services For Older People With Particular Reference To How 
GPs Perceive And Utilise These Services"1 
Research Supervisor: Lorraine Nanke 
AIM: To explore the pathways that people with a dementia travel along before referral to 
mental health services for older people and to assess the factors that might have influenced this 
referral process - with particular interest in the role of the carer, the GPs' attitude to dementia 
care, and how GPs perceive and utilise specialist services for this client group. 
Rationale: It was the clinical impression of the service providers that people with a dementia 
were being referred to specialist mental health services not at the early stages of their illness for 
a diagnostic and needs assessment but at a later stage, often when the disease was quite 
advanced and when there was a crisis in their care in the community. The study aimed to 
explore the pathways to referral in more detail in order to understand more fully the interface 
between informal and formal care as well as that between primary and secondary care, for this 
particular client group. It was also hoped that the results would inform service developments. 
Methodology: All referrals to the mental health services for older people over one-year from a 
defined area of the health district are to be monitored and information on the patients' clinical 
and demographic characteristics recorded. Information on the history of the problem and 
referral to the service is to be obtained from an informant and further information about the 
reasons for referral sought at referral from the GP by telephone. In order to include the GPs 
that may not have made a referral in the year of study, a survey of all the GPs about their 
attitude and management of dementia will be made at the end of the study. 2 
1 In the re-submission this title has been changed to 'The Referral Journey; an Examination of Key 
Patient, Carer and GP factors Affecting Referral to Mental Health Services for Older People'. 
2. Due to a limit on length, the GP survey had to be omitted from the final submission. 
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Data Collection Plans 
• Proposals for the study will be sent.to the Trust ethical committee 
• A research steering group will be set up to include key members of the service and to 
involve representatives of FHSA. 
Help Required To Meet Obiectives 
Use of statistical packages such as SSPS and help with data analysis, especially qualitative 
analysis may be needed. 
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RELEVANT EXPERIENCE WITH DEMENTIA CARE MAPPING (DCM) AND 
OTHER RATING SCALES 
• The author did not attend a formal training course on Dementia Care Mapping but did attend 
a one-day introduction to DCM by Elizabeth Barrett -one of the leading trainers at the 
Bradford Research Centre. In this workshop the basic concepts and techniques were 
discussed and the scoring system explained. 
• The author was co-opted onto a steering group implementing DCM in the Trust and, to carry 
out this role, was allowed access to the training manuals available on courses. The author 
contributed to detailed discussions about how to protect confidentiality of the staff and 
patients involved in the project. 
• The author has considerable prior experience in using similar observational methods in 
previous research projects. One of these involved measuring engagement levels of 96 
geriatric patients before and after a hospital move. The author then extended a standard 
rating scale in another project evaluating the interactions between in-patients and day 
patients in a shared facility. 
• The author attended several relevant presentations at national PSIGE conferences on DCM 
including a presentation by Dawn Brooker on the implementation and evaluation of DCM. 
MEMORY CLINIC ATTENDEES' SATISFACTION 
WITH THE BRIGHTON MEMORY CLINIC -
A PILOT PROJECT PROVIDING A 
NEUROPSYCHOLOGICAL SCREENING 
SERVICE IN A GP SURGERY 
11 
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ABSTRACT 
The Brighton Memory Clinic was a three-month pilot project aimed at exploring the 
usefulness of a neuropsychological screening service based in two GP surgeries. This paper 
reports on part of this project which looked at the service - users' satisfaction with this model 
of service delivery. This was evaluated by means of a semi-structured interview at the initial 
clinic assessment and by a postal survey (n=18) three months later. 
At interview, 74% of attendees (n=l9) said they were 'happy/pleased' to attend the memory 
clinic, 16% reported being 'neither happy nor unhappy' and two were either 'a little anxious' 
or 'suspicious'. In terms oflocation, 58% said it was 'fairly' to 'very important' for the clinic 
to be at the GP surgery and 26% said they would not have attended if the appointment had 
been at the hospital outpatients. When asked about their expectations of the clinic, 42% of 
responses were about treatment for their memory problems and 38% for an assessment. 
At three months follow-up: 83% (n=18) of attendees who returned the questionnaire rated 
ease of referral to the clinic as 'very easy', 35% as 'quite easy', 6% as neutral and 6% as 
'quite difficult'; 53% rated travelling to the clinic as 'very easy' and 35% as 'quite easy'; 
78% rated the therapist's understanding of their difficulties as 'very well understood ' and 
22% as 'quite well understood'; 71% rated their satisfaction of the explanation given for their 
tests as 'very satisfied', 12 % as 'quite satisfied' and 18% 'neutral'. When asked about the 
advice given, 62% said they were 'very satisfied', 15% as 'quite satisfied', 15% as 'neutral' 
and 8% as 'not satisfied'. 
The majority of attendees did not find the test procedures stressful: 67% rated it as 'not at all 
stressful', 6% as 'not stressful', 17% as 'neutral' and 11 % as 'quite stressful'. 
Overall, service users appeared to value the assessment at the clinic but wanted more help 
with their memory problems. It is therefore suggested that future memory clinics could 
usefully be linked with memory re-training groups and other psychosocial interventions. 
1. 
1.1 
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1. INTRODUCTION 
1.1 BACKGROUND TO STUDY 
Memory Clinics have developed in recognition of the need to identify people at an early stage 
of a dementing illness so that reversible conditions can be detected and appropriate 
management and support set up for them and their families. There is no one agreed model of 
Memory Clinics but they can broadly be defined as a facility for the diagnosis and 
management of early dementia. 
In the area of study, previous research (Williams, Aldridge & Barker, 1998) had illustrated the 
fact that people with a dementia were u~ually referred to Mental Health Services for Older 
People (MHSOP) when the dementing process was quite advanced and often in a crisis. In 
response to these findings, the service providers were interested in exploring ways of 
identifying people at an earlier stage of this illness and support was given to the setting up and 
evaluation of a memory clinic in the locality. 
The main project, of which this report is only part, aimed to explore the value, in terms of 
service development, of a Memory Clinic based in a GP Surgery which mainly provided a 
neuropsychological assessment service. The main results of this are reported elsewhere 
(Williams, Smerdon & Aldridge, 1998); this paper will focus on the service-users' 
satisfaction of the Memory Clinic based in their GP surgery. 
1.2 FINDINGS FROM MEMORY CLINIC REVIEWS 
1.2.1 General Reviews 
Wright and Lindesay (1995) concluded in their review of UK memory clinics that there was 
generally a broad agreement as to the aims, objectives and general operating characteristics of 
the UK memory clinics but that they varied considerably in the number of people assessed 
over time and in the proportion of cases diagnosed with Alzheimer's Disease; Most clinics 
were found to be multi-disciplinary, hospital based assessment services, linked to a 
programme of research projects - drug trials for Alzheimer's Disease being prominent. 
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Lindesay (1995) in his review of memory clinics concludes that they remain a valuable 
service, especially in their potential for research, professional education and service 
development. Moniz-Cook and Woods (1997) also believe that memory clinics have an 
important role to play, but stress their value in providing the opportunity to engage the patient 
and carer at an early stage of the dementia so that appropriate educational and psychosocial 
interventions can be most effectively applied. 
An earlier review by Fraser (1991) provided more details on the outcomes of UK clinics and 
summarised the findings from several memory clinic reports as follows: 
1) Under 50% of patients were referred by GPs- often the GPs were unaware of their patients' 
cognitive problems; 
2) 50 - 65% of patients were suffering from extensive dementia; 
3) 15 - 20% of patients were suffering from potentially remediable causes for their memory 
problems, in particular depression; 
4) 4 - 5% were experiencing drug-induced confusion; 
5) 10 - 3 0% showed little or no cognitive impairment. 
1.3 IMPORTANCE OF LOCATION 
One of the main interests of this study is the location of the memory clinics. Most of the early 
memory clinics were still hospital - based with some exceptions; The Hull Memory Clinics 
(Moniz & Gibson, 1992), modelled on the earlier Cardiff Clinics (Bayer, Pathy & Twining, 
1987; Bayer, Richards & Philips, 1990), were based in ei~t GP surgeries and were thus 
considered an advance on the traditional hospital out-patient setting, as it was hoped that, by 
providing an assessment in a more familiar environment, people may be encouraged to come 
forward who otherwise would have been reluctant to accept a referral on to specialist hospital-
based services. Although the authors, reporting on the outcome of this clinic (Moniz & 
Gibson, 1992), did not systematically canvass their memory clinic attendees' opinions, they 
took the fact that only 12 people refused to attend the clinic for investigations -as opposed to 
148 who accepted- as evidence that it was a more acceptable location for the clinic. However, 
as they did not provide any information on the number of people refusing hospital outpatient 
appointments it is difficult to judge whether this is really an improvement. It was therefore of 
interest in this study to explore the service-users' preferences regarding the location of the 
assessment. 
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1.4 SERVICE-USERS' SATISFACTION 
Some clinicians have been concerned that the assessment procedures may be stressful for the 
participants and use this as an argument against early diagnostic testing in dementia (Gordon 
& Freedman, 1990). It could be argued, however, that people may still choose to undergo 
stressful procedures if the outcome is to access the information and help that they need. Stress 
of testing does not seem to have been looked at specifically in relation to memory clinics but 
one study (Hill, O'Brien, Morant & Levy, 1995) did explore service-users' satisfaction and 
found that the patient and carers' expectations were not met in terms of the explanation of and 
advice on dealing with their memory problems. 
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1.5 AIMS OF THE PRESENT STUDY 
The aims of the present study were to: 
• Seek the views of the service-users as to their preferences regarding the assessment of 
memory difficulties, with particular emphasis on evaluating the importance of the location 
of the clinic in the GP surgery as opposed to a hospital-based clinic. 
• Examine how stressful the neuropsychological assessment is for memory clinic attendees. 
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2. METHOD 
2.1 PROCEDURE 
2.1.1 The Brighton Memory Clinic Pilot Project 
The procedures at the Brighton Memory Clinic have been described elsewhere (Williams, 
Smerdon & Aldridge, 1998) but will be summarised to contextualise the service-users' 
satisfaction survey. 
The project ran for three months and was based in two GP surgeries. Patient leaflets were 
distributed a month beforehand to encourage people to report their own or a relative' s memory 
problems to the GP (see Appendix 1). Referrals to the clinic could therefore be initiated by the 
patients or their relatives but were only taken through the GPs. A psychology assistant, under 
supervision from a clinical psychologist, carried out some initial screening and selected those 
patients requiring further neuropsychological testing. Recommendations for further 
assessment by the psychiatric or neurological services were then made as appropriate. 
Attendees were followed up at three months and 18 months. 
2.1.2 Initial Assessment Procedure 
1. On the first session at the memory clinic the patient was given a comprehensive interview 
(Appendix 2) that took a detailed history of the problem and obtained some background 
information. It also asked about how the referral had been made and how important it was 
for the patient that the clinic was held at the GP surgery. 
2. A standard cognitive screening test, the MEAMS (Middlesex Elderly Assessment of 
Mental State) was administered (Golding, 1989). This is a test designed to pick up gross 
levels of cognitive impairment and was used to assess how well the patient coped with a 
formal test situation, and also to help select those in need of further assessments. A 
screening score of a maximum of 12 points is obtained with a cut-off point of 10; patients 
scoring below this are considered to have some degree of cognitive impairment. 
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3. A Beck Depression Inventory (BDI-1) (Beck, Ward, Mendelson, Mock & Erbaugh, 
1961) was administered to evaluate the level of depression in the patient. This is a self-
report multiple- choice questionnaire and has been found to be suitable for assessing older 
people (Gallagher, Brekenridge, Steinmetz & Thompson, 1983). (Scoring 'not 
depressed'<IO, 'mildly depressed' =11-16, 'moderately depressed'= 17-27 and 'severely 
depressed'> 28). 
2.1.3 Outcome of the Initial Assessment 
After the first assessment, if there were no significant memory problems detected, a report 
form was sent to the GP recommending no further cognitive investigations were necessary or, 
if the problem was thought to be functional rather than organic (i.e. the person was anxious or 
depressed), this was related to the GP and suggestions for further action made, where 
appropriate. For those attendees where a cognitive problem was detected, a second assessment 
interview was arranged and a more detailed neuropsychological assessment offered. 
2.1.4 Second Assessment Session 
The following tests were administered: 
1. Intellectual Abilities: The Raven's Coloured Progressive Matrices (Raven, 1982) was 
given to estimate the person's present level of intellectual functioning and this was 
compared with an estimate of their pre-morbid level derived from the National Adult 
Reading Test (NART) (Nelson, 1982). 
2. Memory: The Prose Recall sub-test from the Rivermead Behavioural Memory Test 
Battery (Wilson, Cockburn & Baddely, 1985) was given as a test of immediate and 
delayed recall. The Recognition Memory Test (Warrington, 1984) was used to assess 
verbal and visual memory in a forced -choice format. (Two additional memory tests from 
this battery are included in the MEAMS already administered e.g. Name Leaming and 
Remembering Pictures). 
3. Language: The language tests administered were: Benton's Verbal Fluency Test 
(Benton & Hamsher, 1976), Graded Naming Test (Warrington & McKenna, 1983) and 
Naming from Description (Coughlan, 1982). 
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4. Attention/Immediate Memory: The Digit Span from the WAIS-R (Wechsler, 1982) was 
used as measure of immediate memory. 
5. Perceptual and Visuo-Spatial Skills: Some simple drawing tasks and the Incomplete 
Letters Test from the Visual Object and Space Perception Battery (Warrington & 
James, 1991) were used to assess these cognitive functions. 
If there was a close friend or relative involved they were invited to attend the interview and 
asked for additional information on the history of the problem. The results of the second 
assessment were analysed and a full report sent to the GP with a form that listed further 
possible recommended actions. 
2.1.5 Final Session 
In the final session, the attendee (and carer, where applicable) was given detailed feedback on 
the results and some suggestions made as to how they might best cope with their particular 
difficulties; some additional information was also given on how to cope with some common 
memory problems (Appendix 3). Feedback was usually done verbally but notes were written 
down for those that needed them. The recommendations of the memory clinic were explained 
and information given to those recommended for further assessments on what to expect at the 
hospital outpatients. It was made clear to them that the GP would need to consider these 
recommendations in the context of their medical history and would want to consult them 
about their own preferences before referral. They were therefore encouraged to make an 
appointment with their GP to discuss the recommendations further. 
2.1.6 Referring On 
If the clinic recommended further assessment for an organic disorder either at the Psychiatric 
Out-Patient Clinic or at the Neurologist's Clinic, then the process was made as simple as 
possible; the initial GP referral letter/form and copies of the memory clinic reports were 
collated and sent to the GP; if the patient and GP were in agreement, all the GP had to do was 
to sign in the appropriate place and send everything off to the recommended hospital 
department. 
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2.2 EVALUATION 
2.2.1 Initial Reaction 
Some questions about the attendees' first reaction to the memory clinic were included at the 
initial interview (Appendix 2) and covered the following areas: 
• How they (the patient) found out about the memory clinic? 
• Whether they had or had planned to discuss their difficulties with the GP anyway? 
• What their expectations of the service were? 
• What their initial reaction to being seen at the clinic was? 
• How important it was for the clinic to be held at the GP surgery? 
• Whether or not they would have accepted a referral to a hospital outpatient department for 
their memory problems? 
Permission was also sought to contact them for a follow-up evaluation in three months time. 
2.2.2 Three Month Follow-Up Evaluation 
The memory clinic attendees were sent an evaluation form after three months that asked for 
further feedback on their experience of the memory clinic (Appendix 3). All the questions 
were rated on a five-point scale using a 'Smiling to Sad face' rating system and any additional 
comments were invited. Responses were anonymous. The evaluation included questions on 
the ease of access to the memory clinic and the stress of the assessment as well as their 
satisfaction with the explanation, advice and recommendations for further action given at the 
clinic. These issues were assessed at this point so that the attendees would be able to evaluate 
the value of the assessment after it had all been completed (i.e. if further investigations had to 
be done) and when the results had been obtained. The anonymity of this evaluation also hoped 
to encourage a more forthright appraisal of the clinic than could be obtained at the initial 
interview. 
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3. RESULTS 
_ 3.1 SUMMARY OF BRIGHTON MEMORY CLINIC RESULTS 
The main results of the Brighton Memory Clinic Pilot Project will be summarised in order to 
provide some background information on the service-users involved in this project. For 
further details see Williams, Smerdon & Aldridge (1998). 
• There were eight patients seen in Practice S. and eleven seen in Practice P. during the 
three-month pilot project of the Memory Clinic. The data from the two practices were 
analysed together. 
• There were 10 male patients and 9 female patients seen, with a mean age of 74.6 years 
(range 61-87 years; SD= 7.26). 
• Three 'carers' accompanied the patients at the clinic and two were interviewed separately. 
• The mean duration of reported difficulties of the memory clinic attendees was 2.5 years 
(range 3 months-17 years; SD 3. 7 5) but the mode and median, both of one year, were taken 
as better measures of central tendency. 
• Overall 63% (n=19) of the patients were found to have cognitive impairment at initial 
testing. The following is a summary of the preliminary diagnosis of the psychologist based 
on their history and neuropsychological tests only. 
PRELIMINARY DIAGNOSIS Frequency (n=19) Percent 
Multi-infarct Dementia 6 31.6% 
Possible Alzheimer's Disease 3 15.8% 
Focal lesion 2 10.5% 
Cardiac - related 2 10.5% 
Depression 2 10.5% 
Unknown 1 5.3% 
No impairment 3 15.8% 
TABLE 1: PSYCHOLOGIST'S PRELIMINARY DIAGNOSIS 
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• The results of the BDI showed 11 (61%) of the attendees (n=l8) were non-depressed, 3 
(17%) mildly depressed and 4 (22%) moderately depressed. Two attendees (10.5%) were 
thought to be depressed in the absence of cognitive impairment. 
• Eleven of the nineteen attendees (including the patient with 'blackouts') were 
recommended for referral to a psychiatric clinic for further assessment/treatment of 
cognitive difficulties, one attendee was recommended to be referred to a neurologist and 
one to psychiatry for treatment of functional problems. The outcomes and 
recommendations of all the patients are summarised in Table 2 and the individual data 
summarised in Appendix 4. 
OUTCOMES AND RECOMMENDATIONS Frequency Percent 
AFfER INITIAL SCREENING 
No cognitive impairment found but recommended to be referred 1 5% 
to Psychiatric outpatients for functional problems. 
Cognitive impairment equivocal but recommended to be 1 5% 
referred to Psychiatric outpatients for investigation of reported 
'black-outs'. 
No cognitive impairment found but depression diagnosed and 1 5% 
already being treated in psychiatric outpatients. 
No cognitive impairment detected and no evidence of functional 1 5% 
illness. Advised to seek further help if problems persist or 
deteriorate further. 
AFfER FULL NEUROPSYCHOLOGICAL TESTING 
Discharged with no cognitive impairment detected. 4 21% 
Recommended to be referred to Psychiatrist outpatients for 10 53% 
further investigation of cognitive impairment. 
Recommended to be referred to the neurologist. 1 5% 
TABLE 2: SUMMARY OF AsSESSMENT OUTCOMES AND RECOMMENDATIONS 
(N=l9) 
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3.2 SERVICE - USERS' VIEWS ON THE MEMORY CLINIC AT INITIAL 
ASSESSMENT 
The Patient Interview (Appendix 2) included some questions designed to elicit their views on 
the memory clinic as a model of service delivery. Each question will be reported individually. 
3.3 PREVIOUS REACTION TO DIFFICULTIES 
Question 3: Have you done anything about them (i.e. your present difficulties) before e.g. 
have you talked to the GP or anyone else prior to this referral? 
When the attendees were asked whether or not they had done anything about their problems 
before this referral - in particular had they discussed them with their GP before, 4 (21 % ) said 
they had and 15 (79%) said they had not discussed them with their GP before. 
3.4 KNOWLEDGE OF THE MEMORY CLINIC 
Question 4: How did you find out about the Memory Clinic and whose idea was it for 
you to attend? 
When the attendees were asked how they found out about the Memory Clinic, 10 (53%) said 
they had seen the posters and leaflets in the surgery and had asked for a referral, 2 ( 11 % ) said 
that their relative had seen the notices and talked to the GP about it and 7(39%) said that their 
GP had told them about it. The former two groups could be considered as 'self-referrers', 
although the GP obviously concurred with the request to attend the clinic. It is not known if 
anyone asked to attend the clinic and was refused. 
28 
3.5 INTENTION TO SEEK ADVICE FROM THEIR GP 
Question 6: Were you planning to see your GP anyway about your memory problems? 
When asked whether they had been planning to see their GP anyway about their problems 6, 
(32%) attendees said they were and 13 (68%) said they were not planning to see their GP. The 
relationship between how they found out about the clinic and whether they had been planning 
to talk to their GP anyway was explored using a cross tabula~ion as shown in Table 3. 
How Attendees Found Out About The Memory Clinic 
Attendee Relative Saw GP Told Row Total 
Saw Notices Notices Them 
Planning To See GP 2 1 3 6 
31.6% 
Not Planning To See GP 8 1 4 13 
68.4% 
Column Total 10 2 7 13 
52.6% 10.5% 36.8% 68.4% 
TABLE 3: CROSS TABULATIONS BETWEEN How ATTENDEES FOUND OUT ABOUT 
THE MEMORY CLINIC AND THEIR INTENTION To SPEAK To THEIR GP ABOUT 
THEIR MEMORY PROBLEMS ANYw AY 
This suggests that the memory clinic service may have prompted three attendees ( or a relative) 
already planning to see their GP to come forward earlier and encouraged nine attendees, who 
for various reasons were not planning to see their GP, to report their difficulties. Four of those 
not planning to see their GP were prompted by their GP to attend the clinic. 
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3.6 INITIAL REACTION TO ATTENDING THE BRIGHTON MEMORY CLINIC 
Question 5: What was your initial reaction to attending the memory clinic? 
Attendees were asked to share how they felt about attending the Brighton Memory Clinic 
before any testing was carried out. If they were uncertain how to respond they were asked 
how happy they were at the thought of attending the clinic. Their responses are listed below: 
Patient Response Patient No. Response 
No. 
1 Doesn't worry him (carer's 11 Good 
response) 
2 Quite happy 12 Did not mind attending 
3 Happy 13 Very happy 
4 Very happy 14 Happy to attend 
5 Very happy 15 Bit anxious 
6 Inquisitive as to what it was but 16 Quite happy 
generally happy 
7 Very Suspicious 17 Very happy 
8 Very pleased to be able to attend 18 Pleased to come 
9 Very happy 19 Happy 
10 None 
TABLE 4: ATTENDEES' INITIAL REACTIONS TO ATTENDING THE MEMORY CLINIC 
As can be seen from the above, fourteen people (74%) were happy/pleased to varying extents 
to attend the clinic, three (16%) appeared to be neither happy nor unhappy (no. 1,10 & 12) and 
two (11 %) expressed some reservations e.g. " Very suspicious" (no 7) and "a bit anxious" (pt. 
15). Patient 7 was someone who was referred through the diabetic clinic and felt that there 
were no real problems, but had agreed to come at the nurse's request. 
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3.7 IMPORTANCE OF THE MEMORY CLINIC BEING HELD AT THE SURGERY 
Question 7: How important is it for the Memory Clinic to be held at your surgery rather 
than at the hospital? The responses are shown in Histogram 1. 
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Diagram 1: Importance of the Memory Clinic Location (n=19) 
This shows that for 58% of the attendees, it was 'fairly important' to 'very important' for the 
Memory Clinic to be held at the GP surgery rather than the hospital. The assistant noted the 
reasons given which were categorised as follows: 
• Five attendees thought that their problems were not severe enough to require a hospital 
assessment but were pleased to have the opportunity for a "check-up". 
• Two said they suspected that their problems were severe and were afraid that the hospital 
would confirm this and one of these said s/he also did not like hospitals. (It should be 
noted that the hospital in question is an old Victorian building at the top of a steep hill and 
used to be the workhouse.) 
A significant number of attendees, e.g. 42%, said it was 'not at all important' for the clinic to 
be at the GP surgery, which suggests that there were other reasons, apart from anxiety about 
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being referred to the hospital, that delayed these people from coming forward. Some of these 
may have attended at the GP' s suggestion and had not considered seeing anyone or were 
possibly not aware of his or her problems, but were happy to comply with the GP's 
recommendations. 
Question 8: Would you have attended the clinic ifit had been at the hospital? 
Another way of exploring their attitude to a formal referral was to ask whether attendees 
would have been prepared to attend the clinic if it had been held at the hospital. The results 
are shown below in the pie chart. This demonstrates that 26 % of the memory clinic attendees 
would not have attended if it had been located at the hospital. 
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Diagram 2: People Who Would Have Attended a Hospital Out-patient Clinic (n=l9) 
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3.8 EXPECTATIONS OF THE MEMORY CLINIC 
Question 9: What do you hope to get out of your visit to the memory clinic? 
The following is a list of the patients' responses to the above question. They are taken from 
the psychology assistant's notes on the attendees' verbatim responses at the initial interview. 
There were 24 responses from the 19 attendees. Their responses are organised as categories as 
shown. 
ASSESSMENT 
Need to know whether there is anything wrong. 
Would like to see if there are any serious problems. 
Wants to know if it is going to increase. 
To fmd out what was wrong with memory 
To see what's wrong. 
To fmd out whether I am becoming mentally ill. 
To see if reduced memory difficulties are really reduced. 
Reassurance that my memory is OK or confirmation that it is not. 
To know how severe memory is. 
Treatment of memory . ... 
To improve memory. 
Better memory. 
To get help to feel better (with memory problems) 
Help with my memory. 
To see if there was anyway his memory could be improved. 
To see if there was anything that could be done about his memory. 
To put a stop to my memory difficulties. 
To fmd out what help was available. 
Hoping to.... sort memory out. 
To get help (with memory) 
Treatment for Depression .. 
' 
' 
Hoping to get out of depression 
Other 
Practical help 
To be able to be more careful 
... and pay more attention 
Confidence. 
TABLE 5: ATTENDEES' EXPECTATION OF THE MEMORY CLINIC 
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These can be summarised as follows: 
Response Category Frequency Percent of 
Responses 
Treatment for memory 10 42% 
Assessment 9 38% 
Treatment for depression 1 4% 
Other 4 17% 
TABLE 6: CATEGORIES OF ATTENDEES'EXPECTATIONS OF THE MEMORY CLINIC 
(N=l9) 
It is interesting to note that nobody directly asked to be assessed specifically for 'dementia' or 
'Alzheimer's Disease'. Clearly, a desire for a diagnostic assessment was wanted; some people 
perhaps had hoped that a reversible condition could be found but treatment or at least help 
with the management of their memory difficulties was certainly being requested. 
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3.9 THREE MONTH FOLLOW - UP EVALUATION 
All the attendees had agreed to be contacted and were sent an evaluation form at three months 
post assessment (Appendix 5) asking about their opinions of the memory clinic. 
3.9.1 Response Rate 
Eighteen of the nineteen anonymous evaluation forms (Appendix 5) sent out to the 
participants of the memory clinic three months after the end of the clinic were returned. This 
gives an excellent response rate of95 %. 
3.9.2 Results Of The Three Month Follow-Up Postal Questionnaire 
Each question asked on the questionnaire will be reported individually and any additional 
comments made on the form will be reported verbatim in each section. 
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3.9.2.1 Question 1: How easy was it/or you to get referred to the memory Clinic? 
15 (83%) found referral to the clinics 'Very easy' and 3 (17%), 'Quite easy'. This is obviously 
only the experience of those people who were successful in obtaining a referral as it is not 
known if anyone asked to be referred to the memory clinic and was refused. The fact that none 
of these people experienced any difficulty suggests that the GPs were eager to send suitable 
patients to the clinic during the pilot project. 
Comments made on the Evaluation Form 
• GP spoke to me about the memory clinic 
• Dr. G. advised me to see someone, so I agreed but I do not think my memory is too bad for 
my age because my problem is getting out of breath 
• Pretty easy - my only fault was forgetting lady's name. 
• Go by ambulance 
• I asked for the appointment 
The first two comments suggest that the question was redundant as the GP prompted the 
referral, and the last comment suggests that there was no problem in accessing the clinic after 
asking for referral. The remaining comments do not seem to be answering the question. 
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3.9.2.2 (Q.2) How difficult was it for you to get to the Memory Clinic? 
The responses to this question are summarised in the table below: 
Rating Frequency Valid Percent 
Very Easy 9 53% 
Quite easy 6 35% 
Neither easy or difficult 1 6% 
Quite difficult 1 6% 
Very Difficult 0 0 
Missing 1 
TABLE 7: EASE OF ACCESS TO MEMORY CLINIC (N=l8) 
The memory clinic seemed to be generally accessible for most of those that attended. One 
patient was, however, given an assessment at home due to mobility difficulties. 
Comments made on the Evaluation Form 
• I can not walk too fast now, but I make places in my own time 
• Without family available, it would have been very difficult walking from home to surgery 
(" quite easy" respondent) 
• Have gout. Long walk to surgery where clinic was held 
• Go by ambulance 
• I still drive a car although I am 87 and can park fairly easily 
This suggests that travelling to the GP surgery can still be a problem for some people and 
future clinics may need to provide transport or offer home assessments. One of the surgeries 
took some referrals from their sister practice so it is possible that some of those experiencing 
transport problems had further to travel than those who belonged to the main practice. 
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3.9.2.3 Q. 4 How well do you/eel your difficulties were understood? 
78% (n=18) of attendees rated the therapist's understanding of their difficulties as 'very well 
understood' and the rest, 22%, as 'quite well understood'. 
Comments made on the Evaluation Form 
• Verywell 
• I am not very good at describing exactly how I feel 
• Very good 
• My tests went well 
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3.9.2.4 Q.5 How satisfied were you with the explanation of your test? 
Table 8 shows the ratings of the attendees' satisfaction with the explanations of the 
neuropsychological test results. These ratings can be seen to generally very positive - with 
71 % (n=18) rating themselves as being 'very satisfied' with the explanations given. 
Rating Frequency Valid Percent 
Very satisfied 12 71% 
Quite satisfied 2 12% 
Neutral 3 18% 
Not satisfied 0 0% 
Not at all satisfied 0 0% 
Missing 1 Missing 
TABLE 8: ATTENDEES' SATISFACTION WITH THE EXPLANATION OF TEST 
RESULTS (N=18) 
Comments made on the Evaluation Form 
• I have not had the final results - the two tests given very satisfied. 
• I do not think I did too bad 
• I'm not clear what the test results showed 
• I was told that there was no apparent problems 
• A relief to know that I am not heading for Alzheimer's. 
• I was very thankful for being able to have the test 
There are some indications that some attendees are still not clear about the meaning of their 
test results and the use of more written information could be explored further. This will be 
discussed in a later section. 
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3.9.2.5 How Satisfied Were You With The Advice Given On How To Manage Your 
Memory Difficulties? 
Table 9 summarises the responses to the above question. 
Rating Frequency Valid Percent 
Very satisfied 8 62% 
Quite Satisfied 2 15% 
Neutral 2 15% 
Not satisfied 1 8% 
Not at all satisfied 0 0% 
Not applicable 3 Missing 
Missing 1 Missing 
TABLE 9:ATTENDEES' SATISFACTION WITH THED ADVICE GIVEN {N=l6) 
This shows that 62% (n=16) of attendees were 'very satisfied' with the advice given at the 
Brighton Memory Clinic and 15% 'quite satisfied'. Only one attendee was not satisfied (see 
below) and two attendees rated their satisfaction as 'neutral'. 
Comments made on the Evaluation Form 
• The lady was very helpful and understanding 
• Don 't really understand what to do with the advice ("not satisfied" respondent) 
• I feel now that the small memory troubles I have are typical of a person of my age 
• Everything was explained to me very thorough 
• No practical advice offered 
• What difficulties? 
• Helpful at memory tests 
The comments and some of the ratings above indicate that there remains a caveat in the 
service offered at the clinic in terms of managing memory problems for some people. 
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3.9.2.6 How Satisfied Were You With The Clinic's Recommendations For Further 
Assessment? 
Only eleven attendees filled in this question as, for some, recommendations for further 
investigations had not been made. Of these, 8 (73%) were very satisfied, 2 (18%) quite 
satisfied and one ( 6%) was neutral. 
Comments Made on the Evaluation Form 
• No further investigations received. 
• I think that my memory is not too bad and I do not need further investigation - only my 
chest problem 
• I would not like a further investigation 
• My general health is worrying. Tinnitus has become awful. Can I get much needed help? 
• Told I could visit the clinic if I wished. 
• But I do not want to visit any hospital for blood tests and a brain scan. I live my normal 
life, to my usual routine - I play bridge 3 afternoons a week and usually keep my blood 
pressure steady - ifno stress or worry! (Memory better now I think). 
This question clearly evoked some strong responses. The final comment demonstrates the 
attendee's reluctance to engage more formally with services ands/he is perhaps implying that 
in order to visit the hospital s/he needs to be abnormal in some way. This seems to support the 
idea that the memory clinic based in the GP surgery was much less threatening than a hospital 
appointment and that, if it had not been for the this clinic, this person's cognitive problems 
may not have been identified so soon. 
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3.9.2.7 General Comments About The Way The Memory Clinic Was Run And How It 
Might Be Improved. 
A space for any other comments was left at the end of the evaluation form. Comments made 
here were as follows: 
• I think the Memory Clinic is run very well, but I am taking 3 inhalers four times a day, 
aspirin and Digoxin and I do not think the clinic will help my chest. Of course I am very 
grateful for all the tests you have done for my condition but I mean the memory problem 
side of it. 
• As far as I was concerned it was OK 
• Run well 
• As no physical cause could be pinpointed, presumably memory deterioration attributable 
to advancing age only. No further action indicated. 
• I found J.S. and the doctors and staff most helpful and understanding. Now that I have had 
time to think on the verdict I would liked to have asked Dr. D. 2/3 questions. I would be 
most pleased if an appointment could be made for me to ask those questions. 
• I interview well usually so perhaps I don 't need help - but I am troubled by my memory 
• I was very grateful and enjoyed the sessions at the Memory Clinic. I do not think any 
elderly person would remember details of a story read to them quickly and be able to 
repeat the gist of it- sorry. 
• Pleased to have passed the test and be reassured. 
These comments reveal a mixed response; some attendees appeared reassured by the clinic's 
assessment, some were requesting further attention for medical problems and others appeared 
to be a little uncertain about it all. The last may have been those attendees who were 
recommended to have further assessments but did not get referred on. 
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3.10 STRESS OF THE ASSESSMENT 
3.10.1 Q.3 How Stressful did you find the testing part of the assessment? 
The answers to the above question are summarised in Table 10 and illustrated in Diagram 3. 
Rating Frequency Percent 
Not at all stressful 12 67% 
Not stressful 1 6% 
Neutral 3 17% 
Quite Stressful 2 11% 
Very Stressful 0 0% 
TABLE 10: STRESS OF TESTING (N=l8) 
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Diagram 3: Stress of Assessment (n=l8) 
The results suggest that neuropsychological testing is not generally found to be a stressful 
experience for the memory clinic attendees. No one rated the testing as 'very stressful' and 
only two attendees said it was 'quite stressful'. 
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Comments made on the Evaluation Form 
• The young lady who asked the questions was very calm - therefore it helped a lot. 
• The young lady I saw was very helpful and understanding. I did the best I could 
• The lady who interviewed me is very kind and pleasant and in my opinion a great asset to 
the team where very nervous people are concerned 
• The interviewer was very helpful I was put completely at ease 
The above comments demonstrate the importance of establishing a good rapport with the 
person being tested and these indicate that the psychology assistant, who carried out the 
testing, had managed this well. 
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4. DISCUSSION OF RESULTS 
4.1 SUMMARY OF MAIN FINDINGS 
The main findings from this study are that a memory clinic, based in a GP Surgery offering a 
neuropsychological assessment, is a valuable service, well received by service users. It 
appears to be preferable in terms of its location for some people but there are some indications 
that the main attraction of this model of service delivery may be its informality i.e. it is 
perceived as an invitation for a 'check-up' rather than as a formal engagement with specialist 
services. 
4.2 WEAKNESSES OF THE STUDY 
This study is based on small numbers (n=19) and so the findings cannot be taken as definitive. 
The majority of the service-users themselves were cognitively impaired and it may be argued 
that this affected the validity of the results of the satisfaction survey. However, the researchers 
were satisfied that the attendees' language, comprehension and judgement skills were 
sufficiently intact to give a reasonable indication of their preferences. 
A further criticism might be that some of the evaluation was done three months after the initial 
memory clinic assessment and, as retrospective data, could therefore be considered less 
reliable with a client group with memory problems. The study did it this way because it was 
hoped that the attendees would be better able to assess the overall value of the assessment 
when it had all been completed and the results obtained, and also because it was hoped that, as 
the postal questionnaire was anonymous, it would encourage a more forthright evaluation. 
With hindsight, it might have been better to assess the stress of testing immediately after each 
session and then to ask attendees at three months to consider whether it had been worthwhile; 
for overall satisfaction of the assessment it would have been useful to have asked them what 
they remembered of the advice given and which aspects they were most satisfied with. 
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4.3 STRESS OF NEUROPSYCHOLOGICAL ASSESSMENT 
Contrary to the concerns of critics of early detection of dementia (Gordon & Freedman, 1990), 
most attendees did not find the testing stressful ( or at least remembered the testing as being 
stressful) and so this should not be used as an argument against early diagnostic assessment. 
However, as noted above, it would have been better to have had their immediate reaction 
rather than wait for the follow-up evaluation. 
The fact that some attendees did find the testing even a little stressful needs addressing. 
Ideally, the length of testing sessions and their number should be reduced to place as little 
demand on the participants as possible, whilst retaining the quality of the assessment; the ideal 
test battery has yet to be discovered. From the comments made by the attendees, it is clear that 
they appreciated the friendly and sensitive approach taken by the psychology assistant and it 
would be important, if this clinic was continued, to ensure that, whoever does the assessment 
has sufficient training and supervision in administering the tests. 
As it was made explicit to the attendees that they could decline any part of the procedures at 
any time, it may be that they chose to participate and were prepared to be stressed - if it meant 
that they received the information and/or help they wanted. The introduction of pre-diagnostic 
testing might allow for a more informed choice about whether or not to proceed with the 
assessment; it may serve to reassure those anxious about what to expect and give those 
patients who are unwilling to risk the possibility of being stressed by the testing the option to 
withdraw. 
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4.4 IMPORTANCE OF LOCATION 
The results suggest that the provision of a memory clinic at a GP surgery encourages people 
with memory problems, who are not certain if their problems are significant enough to discuss 
with their GP, to come forward for a check-up and that this form of service delivery is more 
acceptable to those that are anxious about attending hospital based outpatient clinics. This 
suggests that a significant proportion of people with cognitive problems were identified earlier 
by making the service accessible and more informal. Additional research is needed to compare 
the responses of this clinic with other models, before the GP surgery can be considered to be 
the best option in terms of location. Comparison could be made with clinics held at other 
community bases (e.g. community mental health centres), social services day centres or with 
home assessments. 
4.5 COMMENTS ON THE BRIGHTON MEMORY CLINIC 
The Brighton Memory Clinic was thought successful in providing a screening assessment in a 
more acceptable environment to the service users by holding it at their GP Surgery. A major 
difficulty, however, with this model of service delivery was that, .in many cases, the dementia 
screening was not completed either due to the GPs not referring on to neurology or psychiatry 
as recommended or the attendees refusing further assessment. This meant that the memory 
clinic could only give limited information about the diagnosis and management of the 
attendees' problems and subsequently their responses relating to the satisfaction of the advice 
given revealed some confusion (see section 3.9.2.4.). Every effort was made by the clinical 
psychologist to follow-up all the attendees and ensure that, whenever possible, any 
uncertainties were explained (i.e. the attendees could contact the clinical psychologist directly 
with queries and the GPs were invited to re-refer if patients, initially refusing further help, 
changed their minds or if, for those with a progressive disorder, requested further assistance). 
As a pilot project, this was useful in highlighting the weak link between the primary and 
secondary services for this client group. Future memory clinics would be better if the GPs 
agreed beforehand to complete the assessments themselves, or allowed the clinic staff to refer 
directly to psychiatry/neurology as necessary, or for the memory clinic to be staffed by a 
multi-disciplinary team. 
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4.6 MEMORY CLINICS AND MEMORY RETRAINING 
The attendees reported expectations of the memory clinic were often found to be hopes for 
treatment or help with their memory problems. Identifying people with cognitive impairment, 
screening out treatable conditions or functional problems and providing a diagnosis are 
considered worthwhile but ensuring that those with a dementia obtain the continued treatment 
and support they need is paramount. Linking memory clinics with the services that can 
provide this is an obvious conclusion - perhaps members of community mental health teams 
could even staff the clinics? Treatment options may include anti-dementia drugs (not available 
at the time of this study) as well as psychosocial interventions; Memory Re-training groups 
aimed at teaching memory strategies and providing mutual support would seem to be one 
logical and useful development (Williams, 1998). 
4.7 RECOMMENDATIONS 
1. Service users with memory problems appreciated being seen at their own GP surgery and 
so funding should be sought to continue this project and perhaps explore what other 
services could be provided in this location by mental health workers. 
2. Although most people did not find neuropsychological testing stressful, the introduction of 
pre-diagnostic counselling should be evaluated in terms of providing people with the 
information to make an informed choice about continuing with the assessment and/or to 
alleviate some of their anxieties about what is involved. 
3. Given the service users' requests for help for their memory problems, additional resources 
should be sought to evaluate a programme of psychosocial interventions, such as memory 
retraining groups, linked to memory clinics. 
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Appendix 1: 1/3 
PATIENT INFORMATION LEAFLET (printed as a leaflet) 
THE MEMORY CLINIC 
INTRODUCTION 
The Memory Clinic is a new service at your surgery to assess memory problems. 
This is being offered on a trial basis from March to June, so if you or someone you know is 
interested, then simply talk it over with your G.P. Depending on how useful people find this 
service it may be possible to extend it for a longer period of time. 
CAUSES OF MEMORY PROBLEMS 
Memory difficulties are not an inevitable part of old age. There are a number of possible 
causes, which if caught early enough, can be successfully treated. We can help with some of 
the more common physical causes of memory loss including: 
* Infections e.g. pneumonia; 
* Glands not working properly ( e.g. thyroid gland); 
* Alcohol problems; 
* Drug side effects; 
* Vitamin deficiency. 
If the memory problems are part of a more serious disorder, then a great deal can be done to 
make this condition easier to manage. Information, advice, counselling and practical support 
can b~ provided. If you or a relative have problems with memory then it is important to ask 
for help. 
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HOW CAN I CONTACT THE CLINIC? 
Talk to your General Practitioner, who, if it is felt appropriate, will then arrange for an 
appointment for your assessment with the Memory Clinic. 
WHO RUNS THE MEMORY CLINIC? 
The Clinic will be run by a team of staff from South Downs Health NHS Trust. At your first 
appointment you will probably be seen by an Assistant psychologist. If it is found to be 
necessary, a more detailed assessment will be carried out by a Clinical Psychologist or 
Consultant Psychiatrist. 
HOW WILL I BE ASSESSED? 
If you wish, you can bring a relative or a friend with you to the Memory Clinic. 
1. We will ask you for details of your present difficulties and some general background 
information about yourself. 
2. You will be asked to do some simple tests of memory and concentration (you will 
need your reading glasses!) 
WHAT HAPPENS NEXT? 
The results will be discussed with your G.P. and, if necessary, further assessment will be 
carried out, possibly as an outpatient at Brighton General Hospital. 
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DO I NEED TO ATTEND THE MEMORY CLINIC? 
If you are uncertain about whether you need to attend the clinic, then try to answer the 
following questions: 
1. Do you forget recent events and people's names? 
2. Do you get muddled about time, day, place and sometimes can't find your way around 
familiar surroundings? 
3. Do you sometimes have a problem in talking and often repeat yourself? 
4. Do you have trouble in following and understanding what people are saying to you? 
5. Do you have difficulty in carrying out household tasks and do you sometimes neglect 
personal hygiene? 
6. Do you find it harder, in general, to cope with every day activities and are less able to 
adapt to new situations? 
If you answer yes to one or more of these questions and you find your daily activities are 
being disrupted by these problems, then it is a good idea to talk to your G.P. about being 
assessed at the Memory Clinic. 
The Memory Clinic will be held on ............ between. 
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Memory Clinic: Patient's Interview 
1) Please can you describe your present difficulties and give examples? 
2) How long have you been having these difficulties for? 
3) Have you done anything about them before: e.g. have you talked to the G.P. or anyone else prior to 
this referral? 
4) How did you find out about the Memory Clinic and whose idea was it for you to attend (e.g. G.P.; 
notices; relative or friend; qther)? 
5) What was your initial reaction towards attending the clinic? 
6) Were you planning to see your G.P. anyway about your memory? 
7) How important is it for the Memory Clinic to be held at your surgery rather than at the hospital? a) 
Not at all important b) Not important c) Fairly important d) Important e) Very important 
8) Would you have attended the clinic if it had been held at the hospital? If not, why not? 
9) What do you hope to get out of your visit to the Memory Clinic? 
1) Where were you born? 
2) What education did you have? 
3) What was/is your previous/present occupation? 
4) What did your parents do? Are they still living? Yes/No 
If not, how did they die and at what age? Do you have any brothers or sisters? 
If so, how many? What are they doing now? 
Have there been any times in your life which have been particularly difficult 
(E.g .. childhood problems; RTA; operations; bereavement; financial)? 
Appendix 2: 2/2 
5) Are you married/single/divorced/widowed/living with someone? 
Do you have any children? Yes/No 
If so, how many and what are they doing now? 
6) Where do you live now and with whom? 
7) What sort of help do you get, if any? 
8) Do you or have you ever had any significant illnesses and what drugs did you take for them? 
9) Have you ever been to see a psychologist or psychiatrist, if so what was it for? 
10) Do you smoke? Drink? 
11) Are you right or left-handed? 
rtfl PC?Nri:)i x 7 
Jf-z_ 
Ways in Which Meiµory can be Improved .. -. 
Everyone has problems with their ~emory at some poirit or another, 
but there are people who do find r~me~bering particularly dif!i cult 
Here is a summary of some of the ~ain techniques which can be used 
to make certain aspects of remembering easier. Some of these 
will seem o_bvious and you will probably be· using alrea~y, others may 
be slightly less obvio·us but are eqtially effec~v~ 
* ·Remembering Appointments: this can ·be ·made easier by getting into the 
habit of canyfug a small diafY;aroun~ and writing every appointment down 
as soon as it has been made. In order for this to·work, it is important to 
,. . . . 
devise your own system to ensure you look at your·diary regularly, for 
exaiµpl~setting your watc~ alarm every h?ur,or asking s~eon_~ to r~d 
you. It may alsq be a good idea to have a calender or_ ~all planner h~ging 
in an obvious place { eg.on a door which you ll;Se regu:1ady) ~hich you_ can 
use as well as your diary-to write your appointments on. 
- . . 
* Day and Month: it is easy to forget ~e exact dat~ w1ien you _are no longer 
needing to know it for work purposes. Watches which have the date or 
daily ne'Yspape~ _can be very use~ in acting as reiM.iders~. . . · .. 
* .Remembering Routine Activities: one way of reme~oering the more 
mundane.daily ~ctivities, ~ch as wate~g tlje plants or putting out the· 
. dustbins is by organising your day in such a way that these activities occur 
at the same time _each day and are ·linkeq in some way to an9th~r event 
which.you perform out of habit. For instance, watering the plants could be 
done straight after breakfast and putting· out the dustbins could be done 
after watc~g a_ favo~te ~eleyision show. ~sway activities ~.be 
structure~ ~d there will be less chance of forgetting. 
It is also a good idea to use a wipe-clean board, on which you can write a 
checklist of all the activities you need-to do each day. This again needs to 
be hung in an obvious place, such as_ in the kitchen. 
. - -·, . : 
It is possible to b~y electronic organisers which will ring an alarm at 
certain times during the day reminding you of what you should be doing at 
that particular time. 
Continued overleaf. ... 
N Trouble in Remembering Names and Faces: there are certain tactics 
which ~me caµ_ us~ to make remembering these easier. First of all, when you 
are being intr<;>dti~eito a perso·n, listen very car~fully to th~ir D?iliie <ipd 
repeat # as o~~n ·as possible-~ the conversati~n. Try to link the person 
witli someone' you already know an.d their name with an object, for 
ex.ample _the name Mathew c·ould be remembefed by ~sualis4lg a ·mat- . 
which is a certairi•hue of colour ie. Mat-Hue. An even better method than· 
this would be to try to form ~-ome lirik between· the pe~on's name "and. 
his/p.er o~~upation, for example, a home~ar~ ~sis~t called S~ could 
be_re~e~b~~e~ by ~hyming her•naIJ?.e .with the 'Yard_ .-'carer".· ·rt" can·be quite 
difficrilt to do thi~ at first, but once you get into ·the habit of doing this eacp. 
time you_me_e·t s9rµeone, .it will become easier. . . 
• •.·I . 
ic L~ca#~g_.~hiects·: this can be made ea5ier by s~oring··obje.cts)n piaces 
rel~t~4¥to,~~~~ _func~ons~ for excimple~· keeping Wll~g_'p_aper it;J. _a desk 
aiawer~ For those 9bjects which are 9~en mislaicf(eg. caikeys) _it js a 
good idea to attach big labels to them or mark them with bright colours 
and_plac~ them in obvious and clearly visible places~.A useful strategy may 
be.tq (orm·a m~tal link between the object and w.qere 1tis stored, for 
example," if you keep your pens in ajar then try to visualise stirring jam .... 
with the pens ·m the jar.· It may· sound bizarre but it has been· found to work. 
ic Finding Way R~und Places: for any jotimey being made, make sure that 
• • • • t . • • 
you have: clear dire~tions of how to reach your destination ~d, if possible, 
break the jorir.ney into stages. It is always ·a good idea_.to take the telephone 
n~ber of.y~ur de_stination ~th you, so that you can ring for more· 
drr~ctions .if y9u_ eytd yourself lost. _If you have tro~~I~ in remembering 
where you left y~ur car in toWil, then carefully note ·certain landmarks on 
your route· and often look back to familiarize yours~lf with how things will 
look when returning. 'It may even be a good idea to carry round a notebook 
in which you can write d9wn th~ names of the streets which you have 
trav:elle~ through. ··· 
These are just a few tips which you may find.helpful. If you are very 
worried about forgetting any of these things, then simply ask someone 
(relative or friend) to remind you. . . • . · 
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Pt. Id Re- MEAMS BDI-1 Full Outcome Recommendations Result 
(Age) ferred neuro 
by testin2 
1 Self 11 19 Yes Possible multi- CT scan Referred to Psychiatry. Ceretec scan confirmed 
(68) infarct dementia diagnosis (Defects in L. temporal-occipital + R. 
Refer to Psychiatry Parietal) i 
Treated with anti-depressants + Individual anxiety 
management given. 
Re-assessed psychologically Jan. 1996. 
2 Self 11 19 No Problems related Already being seen for Treated for depression and discharged from ' 
(75) to depression depression by follow-up October 1996. 
Psychiatry 
3 Self 10 - No: Blackouts indicated Refer to Psychiatry GP - "after considering other medical factors 
(68) Poor early referral to decided referral not necessary''. Patient reported 
hearing psychiatry at follow-up that she had been referred to BGH 
and necessary. but had refused to go. 
cata- ? Medical 
racts 
/neurological 
problem 
4 Self 12 11 No No problems Refer to psychiatry Not referred anywhere as GP said patient did not 
(61) detected but finding wish to pursue further investigations. 
it difficult to cope 
with early 
retirement 
following cardiac 
problems 
?Depression 
5 Self 12 6 yes No significant Re-assess in 12-18 No further action taken. 
(74) impairment. Subjective months problems may be due to No further action. past open-heart surgery 
MEAMS Scoring: 10-12=normal; 8-9=borderline; 7 or less=impaired 
BDI-1 scoring non-depressed< 10; Mild depression= 11-16; Moderate depression =17-27; Severe depression =28+ 
SUMMARY OF OUTCOMES AT 18 MONTH FOLLOW-UP 
APPENDIX4 
1/4 
18-24 Month Follow -Up 
Further follow-up declined 
byGP. 
GP declined further follow-
up. 
Re-assessed at follow-up. 
New hearing aid and had 
had cataract operation. 
Impaired on testing. 
Referred to psychiatry who 
diagnosed Possible 
Alzheimer's Disease 
(MMSE score 23/30, 
MEAMS score 7/12) 
Re-assessed fully at follow-
up. No cognitive problems 
detected. Still depressed. 
GP agreed to re-assessment 
but patient declined. 
Reported no change in 
cognitive status and able to 
cope. 
Pt.Id GP or MEAMS BDI-1 Full Outcome Recommendations Result 
(Age) Self testing 
Re-
ferred 
6 Wife 9 8 Yes Severe memory Refer to psychiatry for GP felt further investigations not necessary and did not 
(82) + impairment + further investigations. refer on. Already being treated with aspirin and for 
Self nominal dysphasia. Re-assess neuro- high BP. 
TIAs. psychologically in 12-
Multi-infarct 18 months Patient had minor CVA January 1996. 
dementia 
suspected. 
7 GP I 12 10 Yes No impairment No further action No further action taken. Diabetes better controlled by 
(73) dia- found. Referral insulin treatment. 
betic prompted by poorly 
clinic controlled diabetes. 
8 Self 10 3 Yes Verbal memory Refer to psychiatry. Not initially referred but was later seen in August 
(77) impairment and 1996. Delay attributed to oversight as original GP had 
nominal dysphasia Re-assess in 12-18 retired. MMSE 20/30. Cognitive impairment 
found. Epileptic. months confirmed. Declined brain scan. 
Possible focal 
lesion. 
9 Self 12 22 No No gross cognitive Advised to seek further Referred to psychiatry 9 months later for depression 
(71) impairment found. assessment if any 21.12.95 (MMSE 25/30) and again May 1996 for 
Depression. deterioration. anxiety/ depression following onset of Tinnitus. 
Admitted as in-patient. Re-assessed cognitively. Scan 
confirmed multi-infarct dementia. Also depressed 
10 GP 10 6 Yes Nominal dysphasia. Refer to Psychiatry. Referred. Scan revealed abnormalities. 
(79) Possible focal Probable multi-infarct dementia. 
lesion or multi-
infarct dementia. 
MEAMS Scoring: 1 O-l 2=normal; 8-9=borderline; 7 or less=impaired 
BDI-1 scoring non-depressed< 10; Mild depression= 11-16; Moderate depression =17-27; Severe depression =28 
SU1\'1MARY OF OUTCOMES AT 18 MONTH FOLLOW-UP CONTINUED 
APPENDIX4 
2/4 
18-24 Month Follow -
Up 
Offered re-assessment 
January 1997 but 
reported being too 
unwell to attend. 
Offered further re-
assessment 18 months 
later - GP agreed but 
patient declined. 
GP declined offer of 
re-assessment at 18 
months as patient 
coping. 
Re-assessment not 
offered as had been 
recently seen. 
Deceased January 
1996. 
Pt.Id Refer- MEAMS BDI-1 Full Outcome Recommendations Result 
(A2e) red by testin2 
11 GP 10 16 Yes Verbal and visual Refer to Psychiatry Not referred on. 
(77) memory problems. 
Possible 
Alzheimer's 
Disease 
12 GP 11 17 Yes Memory problems Refer to Psychiatry. Not referred on. 
(75) and nominal 
dysphasia. ? Early Re-assess in 12-18 
Alzheimer's months. 
Disease 
13 GP 12 10 Yes Slight frontal lobe Refer to neurologist Referred to neurologist who diagnosed depression 
(63) dysfunction and + later to psychiatrist (MMSE 27 /30). Seen by 
verbal memory psychologist Jan. 1997. Slight deterioration noted 
problems. Focal on cognitive tests. Admitted to Day hospital for 
lesion? depression. 
14 Wife 10 10 Yes Severe memory and Refer to psychiatry. Referred to neurology. 
(85) +GP language problems. 
Probably a multi- Re-assess 12-18 
infarct dementia months 
15 Self 11 8 Yes No cognitive No further action No further action taken. 
(65) impairment found. unless any 
deterioration in her 
cognitive abilities 
reported. 
MEAMS Scoring: 1 O-l 2=normal; 8-9=borderline; 7 or less=impaired 
BDI-1 scoring non-depressed< 10; Mild depression= 11-16; Moderate depression =l 7-27; Severe depression =28+ 
SUM1\1ARY OF OUTCOMES AT 18 MONTH FOLLOW-UP CONTINUED 
APPENDIX4 
3/4 
18-24 Month Follow -Up 
GP agreed to re-assessment. 
Deterioration found on 
testing+ bereavement 
reaction. Referral to 
psychiatry recommended. 
Referred 20.05.97 MMSE 
27 /30. Early dementia 
suspected + bereavement. 
GP said no longer 
registered. Appointment 
sent to old address. No 
response. 
Not re-assessed as recently 
seen. 
Sustained a CV A. 
GP wanted re-assessment 
but wife declined as she felt 
it was too much for him and 
she had 'flu. 
GP agreed to re-assessment 
but patient declined as 
husband just had with a 
stroke. Reported the same 
language problems as before 
on the telephone, but not 
worse. 
Pt.Id Refer- MEAMS BDI-1 Full Outcome Recommendations Result 
(Age) red by testing 
16 GP 10 8 Yes ? Multi-infarct Refer to Psychiatry. Referred to Psychiatry but declined further tests/scan. 
(87) dementia Seen by Dr. A. 
17 Self 11 15 Yes No organic No further action Referred to Psychiatry. Seen March 1996. Depressed 
(80) impairment found. unless there is a change with hypopompic hallucinations. MMSE 30/30 
in her mental state. Referred on to day hospital. 
18 GP 8 5 Yes Severe memory and Refer to psychiatry. Referred to psychiatry October 1995. 
(82) language Diagnosis of Alzheimer's Disease confirmed. Referred 
impairment. Further monitoring of to CPN for follow-up. 
Possible cognitive abilities in 
Alzheimer's 12-18 months 
Disease. 
19 Self 12 8 Yes Visual memory Refer to psychiatry. Patient referred. Outcome not known. 
(76) problem and mild Re-assess in 12-18 
nominal dysphasia. months 
Possible multi-
infarct dementia. 
MEAMS Scoring: 10-12=normal; 8-9=borderline; 7 or less=impaired 
BDI-1 scoring non-depressed< 10; Mild depression= 11-16; Moderate depression =17-27; Severe depression =28+ 
SUMMARY OF OUTCOMES AT 18 MONTH FOLLOW-UP CONTINUED 
APPENDIX4 
4/4 
18-24 Month Follow -
Up 
Interviewed at follow-
up and reported some 
deterioration but did 
not wish a formal 
assessment. 
Offered a re-
assessment but GP 
declined. 
GP agreed to re-
assessment but patient 
did not respond to 
appointment letter or 
telephone call. 
GP agreed and patient 
consented but did not 
go through with re-
assessment. 
0) 
~f>PGr-Jov< £;;· . 
f/7-
Memory Oi~ic Evaluation Fonn 
Please tick above eacJ-i· face that best describes yo~F. answer 
I) How easy was it for you to get referred to the 
Memory Clinic? 
Very Quite Neither Quite Very 
Easy Difficul 
Any comments ............................................................................................................................... . 
2) How difficult was it for you to get to the Memory Clinic? 
Easy Difficu 
Any comments ................................................................................................................................. . 
3) How stressful did you find the testing part of the assessment? 
Very Not at all 
Stressful · Stressful 
Any comments ................................................................................................................................... . 
) · 4) How well did you feel your difficulties were understood? 
Very Not at all 
Well Understood Understood 
Any comments .................................................................................................................................... . 
5) How satisfied were you with the explanation of your test 
results? 
¼ry N~~~ 
Satisfied Satisfied 
Any comments ......................................................................................................................... •••••••••••••••••• 
·································································································································································· 
2/7-
6) How satisfied were you with the advice given on how to manage 
your difficulties? Q©~Q@ 
Very Not at a 
s~~ed s~ 
Any comments ........................................................................................................................................ . 
7) How satisfied were you with the recommen~ations for further 
investigations? 
,. 
Very . Not at all 
Satisfied Satisfir 
An.y comments ...................................................................................................................................... ~ -
If you were referred to the Psychiatric Out-Patients then could you answer the following questions? 
~~(.;\~©o 
I) How stressful did you find the assessment at the Out-Patient's clinic? \c.,/ \d \:::::J ~ v 
Very Not at all 
Stressful Stressful 
Any comments ............................................................................................................................................ . 
2) How satisfied were you with the advice and treatment given at the · 
Out-Patient's clinic? 
• 
Very Not at ah 
Satisfied Satisfied 
An.y comments ............................................................................................................................................ • 
Please use the space provided below for any other comments you would like to make about the way the 
Memory Clinic was run and how it might be improved? · 
........................................................................................................................................................................ 
········································································································································································ 
liank you for filling in this form, it is very much appreciated. Please could you return· it in the 
nvelope provided. ~ 
ACADEMIC DOSSIER 
50 
A CRITICAL EVALUATION OF KITWOOD'S APPROACH TO THE CARE OF 
PEOPLE WITH A DEMENTIA 
1. INTRODUCTION 
1.1 Aims 
This paper sets out to critically evaluate Kitwood' s proposals for a new culture of care for people 
with a dementia and, in particular, to examine the usefulness of 'Dementia Care Mapping' - an 
intervention and audit tool he has developed (Kitwood & Bredin, 1992a). 
1.2 Historical Context 
Interventions with older people appear to follow patterns recognised in other areas of mental health 
of hope and activity followed by disillusionment (Leighton, 1982). It is noticeable that Kitwood's 
writings on dementia care have so far escaped critical appraisal with the exception of one paper by 
Adams (1996), who felt the need to qualify the title with "A critical but appreciative review". This 
is perhaps understandable, given Kitwood' s dedication in promoting the needs of people with 
dementia and the enormous respect that his work has commanded from many professional groups. 
There is therefore possibly some reluctance to challenge his ideas for fear of damaging the impact of 
the enthusiasm and desire for change that his writings have inspired. 
It could be argued, however, that Kitwood' s approach to dementia care may simply be in Leighton's 
early stages of a new movement - where the inspiration offered is initially more important than the 
validity of the content of the theory or technique, and will eventually move on from the phases of 
hope and activity to that of disillusionment. This paper aims to examine whether Kitwood's work is 
an example of this or whether he has something more enduring to offer. The paper will start by 
outlining Kitwood's position and then critically evaluating it~ 
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2. DESCRIPI1ON OF KITWOOD'S APPROACH 
2.1 Overview 
Kitwood puts forward a theoretical model of dementia that takes more account of psychosocial 
variables in the aetiology and presentation of dementia and proposes a new culture of care that has 
'personhood' as its central theme. In order to promote this approach to dementia care and also to 
evaluate the quality of care in residential facilities, Kitwood has developed an intervention and audit 
tool called Dementia Care Mapping (DCM) (Kitwood & Bredin, 1992a). Each aspect of his 
approach will be described in tum. 
2.2 Kitwood's Model of Dementia: The Social Psychology of Dementia 
Kitwood defines the Social Psychology of Dementia as how a person 'relates, communicates, 
compensates, makes sense and responds to change ' (Kitwood, 1995a, p.9). He believes that the 
psychological explanations for dementia, as opposed to explanations based on disease, have not 
been given anything like the attention they deserve (Kitwood, 1990a, p. 46) and suggests there may 
be, in the context of an ageist society, a causal relationship between life events (such as 
bereavements, retirement and illnesses) and both the onset and progression of dementia. He attempts 
to establish this link by taking detailed histories from close relatives of important life events in the 
person with dementia's life prior to the start of the illness (Kitwood, 1990b; 1993a). 
Kitwood has developed his model of dementia, sometimes referred to as a 'dialectic framework of 
dementia', which proposes that the clinical manifestation of dementia (termed SD) at a particular 
point in time may be understood as arising from a complex interaction between five factors: 
SD =P+ B + H +NI+ SP 
Where P= personality, B=biography, H= physical health status, NI= neurological impairment 
and SP= social psychology. (Kitwood, 1993b) (Earlier versions of this did not include P, B or H.) 
Kitwood suggests that, once neurological impairment is present, it tends to attract 'negativity' from 
relatives or carers which results in a 'socially malignant environment'. Central to his position is the 
proposal that the social interactions in a person's environment may serve to support or damage their 
ability to maintain a sense of self in the context of neurological impairment, and may even directly 
cause further neuropathy. 
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2.3 Personhood and the New Culture of Care 
Kitwood' s rationale for the need for a new culture of dementia care is based on the premise that 
adopting a biomedical model of dementia results in care practices, or what he refers to as the 
'Standard Paradigm', which support the 'old culture of care' that bestialises, warehouses and 
medicalises people (Kitwood, 1995a, p.7). He comments: 
'There can be no doubt we have inherited from the past some ways of interacting that are 
extremely damaging to those who have dementia resulting in a social malignant environment' 
(Kitwood, 1996, p. 275). 
He proposes that the rejection of the biomedical view of dementia in favour of a psychosocial one 
will result in a 'New Culture of Care' (Kitwood & Benson, 1995), where the care is 'concerned 
primarily with the maintenance and enhancement of personhood', (Kitwood, 1995a, p.9). Kitwood 
regards 'Personhood' as 'essentially social; it refers to human beings in relation to others' 
(Kitwood & Bredin, 1992b, p.275). This model of care upholds the view that individuals with a 
dementia are equal members of the human race and should be given the respect and dignity that they 
are due as unique human beings. 
Kitwood ascertains that the main psychological needs of people with a dementia are Love, Comfort, 
Identity, Occupation, Inclusion and Attachment (Kitwood, 1997, p.82). He identifies, from 
observations and a study of critical incidents in care settings (Kitwood, 1990b ), factors in the social 
environment that might be detrimental ( examples in Table 1) and those that might be beneficial 
(Kitwood, 1993b; Kitwood, 1996, p.275)(Table 2). Under 'Intimidation' Kitwood also states: 'the 
dementia sufferer is made afraid by such processes as head scans or psychological assessments, 
these being carried out in a somewhat impersonal way, by professionals who are powe,ful and 
competent' (Kitwood, 1990c, p 182). 
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Term Definition 
Treachery The use of dishonest representation or deceotion in order to obtain compliance 
Disempowerment Doing for the person with dementia what he or she can do for himself or herself 
Infantilisation Implying the person with dementia has the mentality or capability of a baby or young child 
Condemnation Blaming; the attnbution of malicious or seditious motives, especially when the dementia 
sufferer is distressed 
Intimidation The use of threats, commands or physical assaults; the abuse of power 
Stigmatisation Turning a dementia sufferer into an alien, a diseased object, an outcast, especially through 
verbal labels. 
Outpacin2 The delivery of information or instruction at a rate far beyond what can be processed 
Invalidation The ignoring or discounting of a dementia sufferer's subjective stress - especially feelings of 
distress or bewilderment 
Banishment The removal of the dementia sufferer from the human milieu, either physically or 
psychologically 
Objectification Treating a person like a lump of dead matter; to be measured, pushed around, drained, filled 
polished, dumped etc. 
Table 1: Examples of detrimental social factors 
Beneficial Social factors 
Assertion of desire Physical relaxation 
Emotional ambience Takin2 Pleasure 
Initiation of social contact Helpfulness 
Showin2 affection Creativity 
Sensitivity to other's feelin2:s Humour 
Self-respect, Acceptance of other dementia sufferers 
Positive Interventions 
Timulatioo - positive interaction when the prime modality Holding - to provide a safe psychological space where 
is sensuous or sensual e.g. aromatherapy or massage; trauma and conflict can be contained 
Table 2: Examples of beneficial social factors and interventions 
Improving interpersonal interactions and reducing the malignancy of the social environment are 
therefore thought to have beneficial effects on the progression of the dementia. The term 'Rementia' 
has been coined to denote this apparent improvement in functioning of people with a dementia 
(Sixsmith, Stilwell & Copeland, 1993). 
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2.4 Dementia Care Mapping 
'Dementia Care Mapping" (DCM) (Kitwood & Bredin, 1992a) is an assessment and audit tool 
(Brooker, Foster, Banner, Payne & Jackson, 1998) used with people with a dementia in care 
settings (referred to as participants) and consists of two coding frames, the Behaviour Category 
Coding (BCC) and the Personal Detraction Coding (PD). (For further details see Mackintosh, 1992; 
Fox, 1995). 
The BCC utilises structured observations of activities in the communal areas of participants, 
previously selected by the staff, and requires the trained observer or 'mapper' to rate the quality of 
care on a scale (+5, +3, +l, -1, -3, -5), taking the participants' viewpoint and adhering to strict 
guidelines, to give the Care or 'Well being/Ill Being' (WIB) value; this can then be reported for 
individuals or averaged for the group as a whole. 
The PD coding frame is a record of any episodes when the participants are demeaned or 
depersonalised by staff, relatives or other residents, and has 30 categories covering detractions of 6 
degrees of severity. The mapper then feeds back the results of the mapping session to the care staff, 
speaking in the first person to describe the experience of each participant, and aims to promote a 
person-centred approach to care, highlight areas for improvement as well as to provide a baseline 
measure to monitor change. 
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3. EVALUATION OF KITWOOD'S APPROACH 
3.1 The Inadequacy of the Medical Model of Dementia 
Kitwood argues that the biomedical model of dementia is an inadequate causal explanation of 
dementia, particular of Alzheimer's disease, as the neuropathological evidence is questionable, it 
does not account for the variations seen in the clinical course of dementia and also because it avoids '-
the mind-body problem (Kitwood, 1996, 1997). 
In terms of the neuropathological evidence, Kitwood, [ 1997 p. 25] relies heavily on a study by 
Homer, Honaver, Hastie & Millard (1988) which he reports as showing that 34% of subjects 
clinically diagnosed with dementia during their lives have a 'normal' brain at post-mortem -
suggesting these people can have dementia without evidence of an underlying organic disease. In 
fact, Kitwood is incorrect in reporting the findings; only one patient out of 27 (i.e. 3. 7% and not 
34%) had a normal brain autopsy. Later studies, using more sophisticated scans, have shown a 
100% concordance between clinical diagnosis of Alzheimer's disease and autopsy findings (Nolan, 
Lino, Seligman & Blass, 1998). In a comprehensive review, Morris (pp.221, 1996a) concludes that 
the neuropathological and neurochemical evidence for biological abnormalities in dementia is now 
"unassailable". 
Kitwood' s second point is also flawed as variations within and between people with a dementia can 
be adequately accounted for within the medical model; patients may sometimes have a mixed 
aetiology ( e.g. Alzheimer's Disease and vascular dementia), not always diagnosed, which may 
result in a more rapid deterioration (Bowler, Munoz, Merskey & Hashinski, 1998) and, as no two 
brains are exactly the same, some variation in clinical presentation is expected. Comparison within 
and between individuals in relation to the rate or pattern of deterioration is therefore not 
straightforward and hence it is premature to attribute these variations to psychosocial factors. 
As in other diseases, the person's response to the disease or their illness experience will vary and 
may further affect their functional capacity; the clinical presentation of dementia may be, as in 
Kitwood' s equation, a combination of factors, but this does not mean that there is no underlying 
disease or that psychosocial factors need to be invoked to account for the progression or pattern of 
further neurological impairment. It would certainly be inadvisable if neuropsychological and 
medical investigations were abandoned in the misguided belief that cognitive impairment is not a 
result of an underlying disease or that it was too 'intimidating'; not only would many people with 
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treatable conditions be missed, but valuable information would be lost that could inform the 
person's management. 
The mind-body problem is a debate beyond the limits of this paper. Briefly, Kitwood proposes life 
or 'mind' events can affect brain structure resulting in permanent damage and that this is further 
affected by the quality of the social environment, with poorer or unsupportive environments 
resulting in further deterioration (Kitwood, 1997, pp.37-53). The medical model's position is that a 
'healthy brain' is a necessary (but perhaps not a sufficient) condition for the mind to fully function 
but that a 'healthy' or 'happy' mind is not necessary for a healthy brain; structural damage to the 
brain can result in cognitive dysfunction and personality changes but adverse psychological events 
do not result in structural damage to the brain. The medical model does not resolve the mind-body 
problem, but does not ignore it. 
Kitwood admits there is no hard evidence for his theoretical position on this [Kitwood, 1997, p.53]). 
He has, however, attempted to provide some psychobiographical data (Kitwood, 1990b) to support 
the causal link between negative life events and the onset of dementia by interviewing carers of 
people with a dementia. Adams (1996), however, criticises his interviewing techniques for not 
meeting current standards of qualitative research and also notes the paucity of data presented to 
date; Kitwood has only published one psychobiography of someone called 'Rose' (Kitwood, 1990b) 
to support his theory of psychological factors precipitating neurological impairment. In this he 
invokes psychoanalytical ideas to account for the advancement of her dementia i.e. she develops an 
'adapted self as opposed to an 'experiential self ( sense of self resulting from being accepted, 
named and validated by other people) in response to adverse life events where she tends to care for 
other people rather than herself Following the loss of this caring role, through bereavement etc., 
and, in the context of an ageist and sexist culture, her adaptive self undergoes decline and dementia 
is therefore seen as the inevitable consequence. 
Kitwood also suggests that failure of autoimmune reactions due to psychological factors may be the 
mechanism by which stress results in degeneration of nervous tissue (Kitwood, 1990a, p.45). 
Chronic stress in caregivers has been linked with deficits in the immune system (McCann, 1991) 
and Kiecolt-Glaser, Marucha, Malarkey & Mercado (1995) showed that wound healing took 
significantly longer in stressed caregivers of someone with dementia than controls, thus supporting 
the link between stress and physical health. In addition, some evidence links improved care practices 
with functional changes in people with a dementia (Sixsmith et al, 1993) and also biochemical 
changes in the immune system (Brane, Karlsson, Kihlgren & Norberg, 1989). The latter study 
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involved making changes in medication as well as altering the physical environment, so it is difficult 
to attribute the differences found to purely psychosocial factors. Although data were included on a 
control group, this was not adequately matched with the treatment group, making comparisons 
uninformative. 
The causal link, however, between psychosocial factors and dementia has yet to be established; 
from the above studies, it should be possible to be predict that stressed caregivers of people with 
dementia are more likely to dement than the control group. There is, to my knowledge, currently no 
evidence to support this. Furthermore, despite decades of research (Adler & Mathews, 1994), a 
review of the Health Psychology literature concluded that 'there are few, if any, established links 
between psychological factors and objective disease states' (Deary, Clyde & Frier, 1997, p.6). 
In summary, the medical model is not thought to be an inadequate causal explanation of dementia 
and the evidence for psychosocial causations is as yet unconvincing. It is not, however, disputed that 
the person's reaction to a disease, their general health and the support, social or otherwise, available 
to them, can affect the disease's presentation - but this is not the same as actual causing it or 
producing more rapid deterioration. 
3.2 The Relationship between the Medical Model Of Dementia And Care Practices 
Kitwood's premise that a biomedical model of dementia necessarily leads to damaging care 
practices is challenged as, a review of the literature (Woods, 1995, 1996) reveals many attempts 
have been made at adopting a person-centred model of care whilst still accepting that dementia is a 
disease. This is also evident in treatment approaches with other neurologically impaired people, 
such as those recovering :from head injury or strokes (Riddoch & Humphreys, 1994). · 
Understanding the difference between illness (the person's experience and response to the disease) 
and disease allows us to adopt care practices that are sensitive to the person and their family's 
experience of and ability to cope with the disease (Petrie & Weinman, 1997) without recourse to 
abandoning the reality of the disease or invoking psychosocial causations. 
It could be argued that, even ifKitwood's ideas have not been proved, that they promote a desirable 
outcome i.e. a more person-centred approach to dementia care. The next section therefore explores 
the implications that Kitwood' s concept of the social psychology of dementia might have on carers -
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the people, either relatives or paid care staff: who are involved in the care of the person with a 
dementia. 
3.3 Implications ofKitwood's Malignant Social Psychology Theory for Carers 
Kitwood' s proposal that there is a causal link between psychosocial factors and the onset and 
progression of the dementing process can be viewed as a short step to blaming family members 
and/or formal carers and, together with the concept of' Rementia', may raise false hopes of a cure. 
Kitwood appears to express quite negative views of carers e.g. 
"The care of the whole person, moreover, requires carers to be whole persons too, cured of their 
mania for control." (Kitwood, 1995a, p.9) 
This is clearly reminiscent of Laing ( 1961) and his theories about the family and schizophrenia and 
may have adverse consequences in terms of how professionals view the support system of those 
with a dementia and vice a versa. There is also no evidence that people with what might be called 
"dysfunctional relationships" are any more prone to dementia than those with more harmonious 
ones. 
Kitwood also argues that adhering to this 'standard paradigm' may have some advantages for 
nurses as it allows them to retreat into emotional non-involvement. Staff's negative attitudes to their 
patients is not, however, confined to dementia care but is prevalent amongst health service workers 
generally (Rees, & Cooper, 1992). 'Burnout' is a syndrome commonly conceptualised as feeling 
emotionally over-extended and exhausted with decreased feelings of competence and achievement 
and unfeeling and impersonal responses to service users (Depersonalisation) (Maslach & Jackson, 
1986). 
The staff's model of dementia may not, therefore, be the decisive variable determining the kind of 
care they provide. Wilkin, Hughes & Jolley (1985) found that, unless there were adequate 
resources in residential homes, the staff became overstretched and that social care was abandoned 
in favour of coping with the physical care. This and other organisational factors that influence staff 
outcomes, such as job satisfaction, pay and conditions of work, supervision and training may not 
therefore be given adequate attention within Kitwood's model. 
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3.4 Evaluation of Dementia Care mapping (DCM) 
3.4.1 Methodological Status 
Dementia Care Mapping (DCM) is not, as Kitwood & Bredin (1992a) purport, an evaluation of 
care from the person with dementia's point of view - it is only what the 'Mappers' think the person 
with dementia's view is; there is therefore a problem with the construct validity of DCM. 
Similar, earlier work on the measurement of'engagement levels' and the consequent introduction of 
activity programmes (Jenkins, Felce, Lunt & Powell, 1977) was based on the premise that inactivity 
was related to depression and poor care and activity to well-being and better care. This was 
criticised because the residents' subjective experiences of activities were found not to match the 
raters' evaluations (Simpson, Woods & Britton, 1981). It is likely that DCM, although more 
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extensive then earlier rating systems, has the same drawback; care values rated by an observer may 
not adequately represent the participant's actual experience of the quality of care. 
3.4.1.1 Incomplete Data Sets and Subjective bias 
DCM is only carried out with participants selected by the unit's staff and mapping is confined to 
communal areas and so, as Kitwood himself acknowledges (Kitwood & Bredin, 1992a ), the results 
are based on an incomplete data set. 
Bias may be present in the staff's initial selection of participants and, as they or those with a vested 
interest in DCM are often the mappers, there is scope for subjective bias in the care value ratings 
that may distort the results. If a comparison is made between two points in time in a care unit and 
different patients are involved, then this may lead to another source of error. 
DCM could be improved by supplementing it with more data about each units' care practices, such 
as flexibility and choice in daily routines, range of activities available, percentage of time spent in 
communal areas etc., and reducing the bias by using independent observers in a double-blind 
controlled trial. 
3.4.1.2 Problems with the Variation in the Degree of Severity of Dementia 
DCM as an audit tool may be used to compare different care facilities but takes no account of the 
degree of impairment of people being observed. Wilkinson (1993) found that the individual care 
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values for the less disabled clients attending a day hospital were much higher than those on a 
continuing care ward. He commented that the scoring system may be biased in favour of more able 
participants and warns that comparison between care units should only be done if the groups are 
properly matched in terms of mood, personality and physical and cognitive status. 
3.4.1.3 Mathematical Representations of the Quality of Care 
Developing a single mathematical representation of the quality of care of people with a dementia in 
order to compare different units or monitor change within a unit may be misguided. Originally in 
DCM, such an attempt was made i.e. a 'Dementia Care Quotient' was worked out as follows: 
'The total units of care (i.e. a sum of all the WIB values) divided by the total number of time 
frames multiplied by (2.5 + 0.5 no. of participants divided by no of staff) X 10'. 
This calculation was later recognised to be statistically invalid and has now been dropped from the 
latest edition of the DCM manual (Bradford Dementia Group, 1997), in favour of a Group Well/Ill 
Being (WIB) score (expressed as the percentage of time spent in each of the care values from-5 to 
+5) and a Total Personal Detraction (PD) score. Although an improvement, it is still questionable 
how much weight should be attached to these scores; summing data to provide group statistics may 
not be appropriate ( or person-centred) as it may obscure important individual differences. It might 
be more meaningful to present a series of individual profiles of participants (i.e. their individual 
WIB scores) representing different bands of abilities, rather than summing to provide group data. 
3.4.2 DCM as an Audit Tool 
3.4.2.1 Narrow Focus 
DCM may be criticised as an audit tool for having a very narrow focus. In comparison with the 
scales developed in connection with Social Role Valorisation (Wolfensberger, 1983), DCM 
concerns itself with participants' activities and the staft:participant interactions and does not, like 
other systems such as PASS or PASSING (Wolfensberger & Thomas, 1983), look at other 
processes within the organisation or the structure of the system. Scales, such as the Multiphasic 
Environmental Assessment Procedure (MEAP) (Moos & Lemke, 1980, 1984) or the adapted 
version (Bowie, Mountain & Claydon, 1992), take a broader perspective, encompassing unit 
policies and procedures and also the aesthetics of the environment. 
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Denham (1997) recommends that in order to assess quality in long term care a 'quality tool box' 
containing four tools is needed: quality standards ( standards of care that are sought), quality 
schemes (e.g. quality circles, total quality management), quality support systems (commitment by 
management to support the quality schemes approved in terms of resources, records and 
information) and quality measures (tools for measuring outcome and casemix). He then reviews 
eight existing quality schemes including the CARE scheme (Royal College of Physicians (RCP), 
1992), Inside Quality Assurance (IQA Consortium, 1992) and Arcadia Quality Management 
( Arcadia Health Care, 1994) and summarises the relative merits of each. DCM in comparison 
appears to focus mainly on processes and has not, unlike some of the other scales ( see Denham, 
1997), been able to show any change in care practices. 
An important criticism of DCM is therefore that it pays less attention to organisational variables, to 
the actual physical environment (Norman, 1987, Keen, 1989; Manser, 1991, Regnier & Pynoos, 
1992), the person-environment fit (Kahana, Liang & Felton, 1980) and the staff factors (levels, pay, 
conditions, support, training etc.). DCM used alone is therefore considered to be very limited in its 
scope and may fail to identify the important variables in a particular environment that are affecting 
the quality of care. 
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3.4.2.2 Quality of Care Practices or Problems with Group Living? 
The Personal Detraction (PD) scale - which promises to encapsulate the quality of interactions in 
the participant's environment - is not a pure measure of staff care practices as it also includes 
participant to participant interactions as well as interactions with visitors and non-care staff that 
have business on the unit. There is a need to differentiate between these different sources as, 
although they may all contribute to a 'malignant social environment', a high PD score may simply 
reflect the dynamics of group living, the severity of behavioural or psychiatric problems of other 
participants or the distress of visitors - rather than the quality of care provided by the staff. 
3.4.2.3 Potential for Misuse 
Another difficulty with DCM is its potential for misuse; managers may possible use DCM to 
unfavourably compare one unit with another or set up bonus related pay. Private nursing homes may 
promote their establishments by reference to their use of DCM to give the impression they have 
some kind of a stamp of approval, when no such quality assurance can be given. Clearly, Kitwood 
would be horrified by this and cannot be held responsible for DCM' s misuse but may be 
inadvertently encouraging this approach by the seemingly scientific nature of DCM and its 
promotion as a means of an ongoing quality assurance assessment tool (Kitwood & Bredin, 1992a; 
Williams & Rees, 1997; Brooker et al, 1998.) 
3.4.3 DCM as a Educative and Therapeutic Intervention 
3.4.3.1 Empirical Status 
The second application of DCM is as an educative and therapeutic intervention. Unfortunately, there 
is currently only anecdotal evidence to support its therapeutic effectiveness (Barnett, 1995; Perrin, 
1997); no controlled trials have been done. 
Kitwood appears not to recognise the need for a controlled trial and dismisses the possible impact of 
the 'Hawthorne Effects' - the non-specific effects of any intervention independent of its value - by 
saying that staff may not be aware of what is good practice and that therefore mapping may simply 
result in an exaggeration of normal practices, rather than a move to more person-centred care but, if 
a DCM evaluation does enable a care team to do genuinely better when being mapped, then that is a 
good thing because that is what they are aiming to do (Kitwood & Bredin, 1992a, p. 58). He 
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thereby appears to miss the point altogether; to claim that DCM is an effective intervention, the non-
specific variables, such as the effect that the attention from researchers or higher-ranking staff 
members might have on the staff morale, must be controlled for. There is a need for a double blind 
controlled trial; DCM must be compared with an active treatment control ( e.g. Social Role 
Valorisation [Wolfensberger, 1983] and its related assessment tool 'PASSING' [Wolfensberger & 
Thomas, 1983]) to deal with the Hawthorne effect, and the sources of subjective bias, noted earlier, 
need addressing. 
3.4.3.2 Empirical Evidence for Change in Staff Attitudes 
Evidence that DCM changes the attitudes of care staff has also been disappointing. It has been noted 
that staff attitudes already seem to be person-centred so DCM has not been able to demonstrate a 
change in care practices (Brooker et al, 1998; Fox, 1995). 
3.4.4 Care Staff Stress and Their Reaction to the Introduction of DCM 
It is difficult to disguise the fact that DCM involves observing and evaluating what care staff do 
and, there is therefore the potential for damaging staff morale, and possibly the quality of care they 
are then able to deliver, if the procedures are experienced as threatening. Brooker et al ( 1998) found 
various changes in staff anxiety levels in a three-year DCM study, including a slight increase in 
anxiety levels for staff not initially anxious. She recommends that DCM be introduced only with 
adequate preparation of staff and ongoing support. 
There may, therefore, be a conflict between the educative and evaluative role of DCM. If the 
emphasis is on change in the quality of care practices, then issues of confidentiality need to be 
carefully addressed to ensure that the staff will benefit from the learning experience without being 
afraid that they will be individually identified and criticised for poor results. 
DCM also needs to be evaluated against other intervention programmes in residential homes e.g. 
nursing assistants trained to use individual care planning had lower overall stress ratings compared 
to a control group at the end of the intervention (Barrowclough & Flemming, 1986; Proctor, 
Stratton-Powell, Tarrier & Burns, 1998). 
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3.4.4.1 Does DCM Encourage a Culture of Blame in Institutions? 
As DCM places the onus for change on the direct care staff it may wrongly blame them for poor 
standards of care. In describing previous practices, Kitwood states: 
"Dementia care is a backwater suited to staff of low ability and little inspiration and few 
qualifications" (Kitwood 1994, p.6) or 
" .. . People who actually do the greater part of caring, in virtually all industrialised societies, are 
either hard-pressed family members or underpaid care assistants" (Kitwood, 1995b, p.655). 
Kitwood does not however assess the level of staff qualifications, training or supervision when 
evaluating a care unit. A culture of blame often exists in institutions and maybe this approach will 
serve only to reinforce it, rather than change it. 
3.4.5 Financial and Resource Implications 
An important disadvantage of DCM is that it is very expensive in terms of the cost of training staff 
and also in the staff time needed for mapping (Brooker et al, 1998). If inadequately funded, DCM 
could conceivably result in poorer care i.e. if the time spent mapping means less time available for 
the staff to provide care for the participants. A treatment approach that is an integral part of the 
staffs work would clearly be preferable. When there are limited resources available, organisations 
need to consider whether these could perhaps be better spent improving the physical environment 
and facilities, (e.g. building a secure garden for 'wanderers'), increasing staffing levels or buying in 
more therapy time - rather than doing DCM. 
3.4.6 Ethical Considerations 
Finally, DCM is a procedure that may have an effect on the participants' lives but it is something 
which they cannot give consent to. Until DCM is proven to have a therapeutic effect, there may be 
some ethical issues about applying it. Perhaps their relatives' consent, or that of an appointed 
advocate for those participants without relatives, should first be sought? 
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4. Overall Conclusions 
In conclusion, Kitwood has challenged our assumptions about the applicability of disease models to 
dementia and will be remembered for highlighting the importance of social interactions in care 
settings and for energetically and eloquently promoting a person-centred philosophy of care. 
This paper has, however, demonstrated that there are some fundamental difficulties with his 
techniques and the evidence supporting his theoretical framework is weak; the biomedical model of 
dementia is not considered to be an inadequate causal explanation of dementia and does not 
necessarily lead to poor care practices. The social psychology model of care, proposed by Kitwood, 
highlights some of the essential aspects of good practice but, by focusing on staff-patient 
interactions, may ignore other important factors affecting the quality of life of people with a 
dementia. In addition, Dementia Care Mapping (DCM) as a therapeutic intervention needs to be 
properly evaluated and, as an audit tool, treated with caution. Although Kitwood cannot be 
responsible for the misuse of DCM, by marginalizing organisational issues he is placing undue 
responsibility, if not blame, on those closest to the person with a dementia. Finally, as only 
anecdotal evidence exists for the effectiveness of DCM, are we not again doing what Mike Church 
(1986, pp. 1) warned against when he commented? 
"Unfortunately, the literature on psychological therapy indicates that elderly people have 
suffered more than their fair share of ill-considered interventions" 
Kitwood is, however, not alone in failing to provide empirical support for his ideas and interventions 
as a recent review of psychotherapeutic interventions in dementia demonstrates (Cheston, 1998) -
but this is exactly the point; blindly accepting a set of ideas or techniques for the 'feel good' factor, 
and then replacing them with the next new approach to dementia care, may fail to extract what 
might be useful and worthwhile in any one approach. This may result in valuable ideas being lost or 
time wasted in continually reinventing the same thing - perhaps with just a different name. 
Are we then just on another roundabout of hope, activity and disillusionment? It seems to me that 
this is in fact the case and that we need to move on. 
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5. Future Directions in Dementia Care 
The way forward in the field of dementia care would appear to be to acknowledge the inspirational 
value of new theoretical models and innovations and then to use this enthusiasm - not to deny or 
dismiss previous attempts at change ( e.g. Kitwood' s 'old culture of care' fails to acknowledge many 
previous person -centred initiatives) but to systematically evaluate which aspects of any theories or 
techniques can contribute to the existing knowledge base and/or offer effective interventions. 
Kitwood and other clinicians proposing psychosocial interventions may have much to offer, but 
further empirical evaluation is needed and a broader perspective is recommended, this could include 
the application of ideas and techniques from other psychological specialities, such as Health 
Psychology (Steptoe & Wardle, 1994;), Organizational Psychology (Vecchio, 1995), Learning 
Disabilities, Neuropsychology (Morris, 1996b) and Neurological Rehabilitation (Wilson & Moffat, 
1984). 
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A CRITICAL EVALUATION OF COMMUNITY MENTAL HEALTH TEAMS AS 
AN EFFECTIVE FORM OF SERVICE DELIVERY 
1. INTRODUCTION 
1.1. Aims 
This paper sets out to critically evaluate some of the claims made of Community Mental Health 
Teams (CMHTs), with particular reference to CMHTs as an effective form of service delivery. 
1.2. Outline of Paper 
Firstly, some definitions of terms will be given, secondly the historical and political roots of 
CMHTs will be described and thirdly, a summary of the main claims made for CMHTs will be 
outlined and an evaluation of these undertaken. 
2. Definitions 
2.1. Community Mental Health Teams (CMHTs) 
Onyett, Pillenger and Muijen (1995, p.3) offer the following definition of CMHTs: 
" ... a team of more than four members, from two or more disciplines, that is recognised as a 
CMHT by service managers, serves adults with mental health problems as its identified client 
group, does most of its work outside hospitals (although it may be hospital based) and offers 
a wider range of services than simply structured day care. " 
In this paper, CMHTs will also be taken to include those that serve older people, people with 
learning disabilities and children. . 
"Networks" or "network-associated teams'" are defined as "networks of practitioners coming 
together on a voluntary basis, each managed by their own professional line management" 
(British Psychological Society [BPS], 1986). For a description of different types of 
multidisciplinary teams and responsibility issues see BPS (1986); for a definition of 'severe 
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mental illness' see "Building Bridges" (Department of Health [DOH], 1996), for 
'interdisciplinary working' see Berger (1986) and for a description of team management styles, 
see Ovretveit (1986). 
3. DEVELOPMENT OF THE COMMUNITY MENTAL HEALTH TEAMS 
3.1. Historical roots in the Community Mental Health Movement 
CMHTs emerged from developments in psychiatry and psychology that have been collectively 
termed the 'Community Mental Health Movement'. Proponents of this movement criticised the 
asylum model of care, dominated by the medical profession, and challenged the traditional 
intrapsychic diagnostic and treatment models, offering a more socially orientated ideology in its 
place. Some of these criticisms will now be described. 
The traditional form of service delivery, the asylum, was considered inhumane ( Goffinan, 1961; 
Wing & Brown, 1970) and an inadequate model to treat the whole range of mental health 
problems. Epidemiology studies demonstrated that there was a considerable amount of 
undetected morbidity in the community and that only a small proportion of people in need 
actually accessed specialist services (Shepherd, Cooper, Brown & Kalton, 1966; Goldberg & 
Huxley, 1980). Furthermore, American studies indicated that there might be a social inequality 
in access to mental health services, with those in the lower socio - economic classes receiving 
the least (Lang, 1982). There was also growing dissatisfaction with the hierarchical divisions of 
labour within mental health institutions, whereby the dominance of the medical profession was 
challenged. 
Developments within psychiatry also served to propel a different ideology of mental health and 
to review care practices. Laing (1961) caused people to revisit the notion of schizophrenia as a 
disease, or solely due to individually pathology, by suggesting that the family contributed to the 
pathological processes and alerted people to the potential for abuse in psychiatry. The advent of 
new drug treatments for psychotic patients in the 1950s was also important as it allowed for the 
possibility for these people to be managed outside the asylum and led to the creation of the 
community psychiatric nurse (CPN). Similarly, in psychology, there was a growing recognition 
for the need to see 'people - in- context' and to recognise the importance of social, economic 
and psychological factors in the cause and maintenance of mental health problems (see Orford, 
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1992 for a review). There was also optimism that proactive strategies could even prevent the 
development of mental health disorders (Caplan, 1961 ). 
CMHTs, as part of this movement, were therefore developed to replace the traditional hospital -
based model of service delivery with a more democratic community -based one that used a 
socio-therapeutic model of intervention rather than a medical or intrapsychic one. 
3.2. Influence of Recent Political Initiatives 
Further emphasis was placed on developing community mental health services in the UK by the 
government's health reforms, resulting in the Community Care Act of 1990 and laid out in 
more detail in the White Paper, Caring/or People (DOH, 1994a) This challenged the medical 
profession's dominance in the health service and reoriented the NHS towards a managerial 
rather than medically controlled organisation; it developed a new economic structure which 
introduced the purchaser/provider split, GP fund-holding, privatisation and contracting out. The 
government at this time was keen to reduce public spending and may have seen community care 
as a conduit for the shift from NHS provision to the private, voluntary and local authority 
provision, through the contracting out process. 
Serious incidents involving former hospital patients with mental health problems, such as the 
death of Jonathan Newby (Davies, Lingham, Prior & Sims, 1995) and the report on 
Christopher Clunis (Ritchie, Dick & Lingham, 1994), led to growing criticism of the 
government's provision for the severely mentally ill people in the community and, in response, 
the government announced its 10-point plan in August 1993 and put forward the proposals for 
a Supervision Register (DOH, 1994b) and new powers of supervised discharge (DOH, 1994c ). 
Further policies have introduced the Care Programme Approach (CPA) (DOH, 1996) which 
has to be applied to all patients accepted by specialist mental health services; it is essentially a 
systematic assessment of the health and social needs of these people, the development of a care 
plan, the allocation of a keyworker and a regular review of the person's progress. 
CMHTs have therefore evolved out of the community mental health movement and have been 
further shaped by the political developments of the 1990s. 
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4. MAIN CLAIMS MADE OF COMMUNITY MENTAL HEALIB TEAMS 
(CMHTs) 
4.1. Summary of Claims 
The main claims of CMHTs are summarised by Ovretveit (1986) (see also Echlin, 1988 and 
Strathdee & Thornicroft, 1992) and include advantages in terms of accessibility (Onyett et al, 
1990), availability of multidisciplinary skills (Good Practice in Mental Health (GPMH), 1988), 
and sensitivity to the needs of users and local communities (McAusland, 1985). CMHTs were 
seen to facilitate a comprehensive assessment of the client's needs and to promote an integrated 
service delivery (DOH, 1993). Other advantages were CMHTs' greater capacity to provide 
mutual support and work sharing (Littlewood, 1988) and to promote a more egalitarian mode 
of working (Onyett, 1992, p.164). Some of these claims will now be examined. 
4.2. Mission Impossible? 
"Never in the course of human history has so much been promised to so many by so few" -
Allport writing about CMHTs in USA (cited in Leighton, 1982). 
Many critics, apart from Allport in the above quote, have commented o~ the breadth of scope 
of CMHT functions (Galvin & McCarthy, 1994). Peck (1995) believes this has lead to a lack 
of clarity of purpose in CMHTs and, at times, a conflict of interest. 
A major difficulty then, in evaluating the effectiveness of CMHTs, is deciding on what criteria 
they should be judged, as their core functions have never been defined and some of their 
proposed functions may not be compatible e.g. trying to target those most in need (people with 
severe mental health problems), whilst coping with the abundance of 'less severe' referrals from 
GPs. As it is beyond the scope of this paper to examine the community mental health movement 
as a whole or the effect of the government health reforms of the early '90s, this review shall be 
confined to examining some of the claims made of CMHTs, with particular reference to the 
their form of service delivery. 
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5. EVALUATION OF CLAIMS MADE OF CMHTs 
5.1. Overview 
Section 5 will examine the empirical evidence for some of the main claims of CMHTs, looking 
first at this model of service delivery from the service-users' perspective - in terms of 
accessibility and availability as well as satisfaction, and then viewing it from the service 
providers' perspective, including whether it is an egalitarian model of working and what effect 
working in this way has on staff stress and burnout. The final sections will then address how 
effective the CMHT service model is by examining key aspects of its functioning and looking at 
whether it achieves some its supporters' aspirations. 
5.2. Service - Users' and CMHTs 
5.2.1. Accessibility And Availability 
Community mental health centres (CMHCs) are bases in the community at which some but not 
all CMHTs work. They were thought to be more user-friendly and accessible than the hospital 
services; Boardman, Bouras & Watson (1986) showed that people allocated to a CMHC, in a 
randomised control study, achieved a faster route to treatment than those allocated to a 
traditional outpatients department. 
Further proof of this, however, is required, as CMHCs often serve smaller catchment areas 
than district hospitals (Sayce, Craig & Boardman, 1991) and 'accessibility' needs to be 
considered in all its aspects e.g. geography (how easy is the service to reach?), bureaucracy 
(are there systems or waiting lists to deter entry?) and cognition (do people know where the 
service is and who it is for?) (Huxley, 1988); evidence of success in one aspect by one CMHC 
and a different aspect by another does not mean that CMHCs are in general more accessible but 
it may indicate that they have the potential to be so (Sayce et al, 1991, p.16). 
A distinction should be made between the findings of CMHCs' studies and CMHTs' - which 
may not operate from a community base; Onyett et al. (1995), in a national survey, reported 
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that, only 45% of CMHTs in England, serving adult mental health users, were located in such 
bases, 14 % at a hospital base, 9% at a day centre/hospital and 22 % elsewhere. A useful 
comparison, which would control for location, might be between the service provided by 
CMHTs based in a hospital setting and that of the outpatient department in the same facility. 
This has yet to be done. 
In Onyett et al's study (1995) it was also reported that most CMHTs promoted open access, 
with 68% accepting self-referraL but that in terms of availability, only 23% of CMHTs were 
open after working hours, although access at these times is said to be a priority for service 
users (Shepherd, Murray & Muijen, 1994). 
In conclusion, current empirical evidence is not definitive on whether CMHTs offer any 
advantage over traditional models of service delivery, in terms of accessibility or availability, 
but do indicate the variables that might be important: Accessibility may be related to location, 
size of their catchment area, geography, (hence transport facilities and the mobility of the 
clients need to be considered) and referral policies. Availability may depend on how the team's 
resources match the demand and can stretch to providing a service after working hours. 
5.2.2. Service-Users' Satisfaction 
Consumer satisfaction surveys on CMHTs have generally been positive (McAusland and 
Wibaut, 1988) and Goldie, Pilgrim and Rogers (1989) also reported some favourable results 
from users of a CMHC who found it informal and friendly and less threatening than a hospital. 
Several studies report that users and carers prefer CMHTs when compared to care provided by 
standard services (Marks, Connolly, Muijen, Audini, McNamee & Lawrence 1994; Dean, 
Phillips, Gadd, Joseph & England, 1993; Merson, Tyrer, Onyett, Lack, Birkett, Lynch & 
Johnson, 1992). 
The difficulty with these studies is that they fail to contrast CMHTs with other forms of 
community based work, such as that found in 'networks'; improved satisfaction may be due to 
the location of the service rather than the processes involved in multidisciplinary teamwork. 
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Tilbrook (1997), however, challenges the use of structured satisfaction surveys with vulnerable 
distressed clients as he believes they may be fearful of expressing negative views in case their 
care is withdrawn, may lack the concentration required to cope with detailed questions or rating 
scales and become frustrated with them. He recommends a more unstructured interview 
approach, using thematic analysis of recorded interviews to identify themes that can then be 
used as a basis for a semi-structured interview using open-ended questions. 
These studies also have no way of knowing about dissatisfied users or refusers who, as 
Londsdale, Webbs & Briggs (1980) suggest may have found the concept of referral to a team 
off-putting. 
"It may be that the team approach means services which are so co-ordinated that they remove 
from clients options which are rightfully theirs .... in multidisciplinary teamwork, co-
ordination may be seen by vulnerable consumers ( for instance in probation or mental health 
services) as a network closing in on them. And this perception may be quite valid; it is often 
the expressed rationale for teamwork. " 
' 
Teams that have a single point of referral and shared files may achieve a greater integration but 
at the cost of the purchaser (e.g. the GPs) or user choice and confidentiality. This is particularly 
so for clients who require therapeutic interventions and they and their GP may prefer a system 
whereby a multi-disciplinary assessment can be by-passed. Confidentiality is important to 
enable a therapeutic relationship to develop and may be adversely affected if all members of the 
team have access to the clients' details (Noon, 1988). 
Onyett et al (1995) comment that genuine user participation in CMHTs is relatively under-
developed with only 8% of service-users having regular attendance at either management 
steering groups or business meetings - although 43% of teams said they surveyed users' views. 
Further participation may serve to improve the users' satisfaction with this service and help 
differentiate the aspects of this form of service delivery that they value. 
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5.3. Service Providers and CMHTs 
5.3.1. CMHTs: An Egalitarian Model of Working? 
Early work in America {Lang, 1982), using a qualitative approach of analysing team meetings 
and case discussions, concluded that although there was an appearance of democratisation, 
traditional patterns of power and traditional psychiatric ideologies dominated; evidence of 
stratification emerged primarily in the informal division of labour. 
More recent comments of the difficulties in teamwork {Trowell, 1990; Mathai, 1992; Cottrell, 
1993; Galvin & McCarthy, 1994)) suggest that the situation has not improved. These authors 
list problems with interdisciplinary rivalry, differences in salary, status and power, personality 
clashes, differences in age, experience and training, different funding sources and policies for 
different team members, ownership of the premises, differences in treatment philosophies and 
problems around prioritising cases. Baldwin (1987) attributes many of the problems to 
difficulties in meshing services from the NHS, Local Authority and the non-statutory sector -
all of which have different histories, policies and goals. Paxton (1995) highlights the problems 
with leadership and the management of people from different disciplines and services. 
Onyett & Ford (1996) admit that there are real power differences within the team but argue that 
this is acceptable - as long as there are sufficient checks and balances to ensure that power is 
not abused and the teams provide an effective and acceptable service, reflecting the needs of the 
service users. However, this appears to have fallen short of the early aspirations of the 
community mental health movement and dealing with power struggles within the team may 
serve to deflect energies away from clinical work to inter-disciplinary rivalries. This has led 
Galvin and McCarthy (1994) to conclude that CMHTs are fundamentally flawed and 
alternatives should be explored. 
5.3.2. Experience of Service Providers in CMHTs: Stress and Burnout 
The team experience, providing mutual support and work sharing, was thought by proponents 
(Littlewood, 1988; Onyett, 1992) to be a cushion against low morale and burnout. Leighton's 
78 
study (1982) in Canada seemed to suggest the opposite occurred, with a high staff turnover 
rate and reports of feeling de-skilled, undervalued and overworked. In a similar vein, Cooper 
and Makin (1984) identify role blurring, role ambiguity and role conflict as the main stressors. 
Onyett et al (1995), as part of their survey of CMHTs, sent out a postal questionnaire to 60 
CMHTs to explore job satisfaction and burnout amongst the staff. They found team 
identification and team role clarity were associated with job satisfaction, but not with burnout. 
In addition, over half of the respondents, when asked to name the three most rewarding aspects 
of their work, referred to aspects of working in a team or across disciplines; other sources of 
satisfaction included effective clinical work and clinical work generally. 
Although the authors felt that these results were encouraging, it is noteworthy that half the team 
members did not mention aspects of team work as being one of the most rewarding aspect of 
their work; it might have been better to ask people specifically what they thought of this aspect 
of their work rather than use the qualitative approach the study adopted. In addition, the study 
would need to contrast these team members with staff not in formal CMHTs before a case 
could be made for the benefits of teamwork. A closer look at the actual emotional state of the 
individuals in CMHTs, where some comparative data was available, was not as promising. 
Overall, compared with the norms for mental health workers (Maslach & Jackson, 1986) 
emotional exhaustion and personal accomplishment were found to be significantly higher in 
CMHTs, while the experience of depersonalisation was found to be significantly lower. 
CMHTs, therefore, seem to have some benefits but tend to increase the emotional strain on 
what might be considered an already stressed workforce. 
Onyett concluded that the staff of the CMHTs studied were emotionally over-extended and 
exhausted and identified lack of resources as a major source of pressure. It is not clear from 
this whether, given less pressure and more resources, teamwork is a preferred model of service 
delivery or whether the inter-disciplinary conflict and role ambiguity, sometimes reported 
present in these teams (Cotrell, 1993), outweighs the benefit of the support mentioned by some 
team members and thus, on balance, adds to the overall pressure on individuals. 
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5.4. Are CMHTs an Effective Form of Service Delivery? Examination of Key Issues 
5.4.1. Do CMHTs Reflect the Needs of the Service Users? 
5.4.1.1. Defining the Team's Task 
Galvin and McCarthy (1994) claim that, when setting up a CMHT, the question as to whether 
this is the most appropriate way of meeting the identified service need is rarely asked. Noon 
(1988) commented that whoever is involved in the planning process reflects prior assumptions 
about the nature of the team's task; defining what these tasks are may be problematic and 
agreement may not be reached between different professionals. Patmore and Weaver ( 1991 ), in 
a study of CMHCs in the UK, found there to be a general lack of criteria for access, lack of 
agreed priorities and a lack of evaluation of goals. 
5.4.1.2. The Relationship Between Team Composition and Task 
Team composition appears to be based on the availability and size of existing staff groups and 
relates to the process of relocating staff rather than determining what specific skills and 
expertise are required to provide a specific specialist service to meet the needs of potential 
clients (Onyett, Hepplestone & Bushnell, 1994, Onyett et al, 1995). 
In Onyett et al's (1995) national survey, it had been expected that teams targeting clients with 
severe and long term (SLT) mental health problems would have more of the relevant disciplines 
in them (e.g. more CPNs, psychiatrists and support workers). This was not found to be the 
case; team caseload composition was not related to the team's composition or its management. 
In addition, even though the teams may be set up to serve clients of different age groups and 
needs, the same recipe for operational policies and team composition seems to apply (see 
Lindesay, 1991). 
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5.4.2. Services to People with Severe and Long Term (SLT) Mental Health Problems 
Much of the literature evaluating CMHTs has commented on their ability to meet the needs of 
people with SLT mental health problems and, as government policies now appear to be making 
this task more explicit for CMHTs (DOH, 1996 p.45), this section will examine their ability to 
serve this client group. 
Early American studies of Community Mental Health Centres (CMHCs) alerted British 
colleagues to the possibility that CMHCs might neglect people with long term mental health 
problems in favour of people with transient stress related disorders (Borus, 1978; Sharfstein, 
1978). This was confirmed by detailed surveys of CMHCs (Sayce et al, 1991; Patmore and 
Weaver, 1991) who verified this lack of focus on people with SLT mental health problems. 
Later studies (Onyett et al, 1994; Onyett et al, 1995) surveying adult mental health teams in 
the UK, found that these figures had dramatically changed, with the great majority (89%) of 
teams now reporting that they provided services to people with SL T mental health problems 
and 33% of teams reporting that two thirds or more of their caseload was dedicated to this 
client group. This was however, brought about by taking on less experienced community 
support workers to work almost exclusively with this client group as, on average, people with 
SLT mental health problems made up less than half of a community psychiatric nurses' (CPN) 
caseload. Improvements in quantity of time may not be the same as improved quality. 
Onyett & Ford (1996) argue that CMHTs geared to working with people with SLT mental 
health problems are able to reduce bed use, improve engagement and increase the overall cost-
effectiveness and quote Burns, Beadsmoore, Bhat, Oliver & Mathers (1993) and Knapp et al, 
(1994) as examples of studies showing this. Other studies showed different results: A study by 
Kwakwa (1995) of a pilot Community Treatment Team (CTT) found that CTT involvement 
did not reduce in-patient admissions and did not manage to target the more severe patient group 
as it had aimed to; instead the CTT appeared to provide an additional service to an additional 
client group. Lawrence, Copas and Cooper (1990) and Jackson et al (1993) also found no 
reduction in hospital bed use with an expansion of community resources. 
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There is some evidence, therefore, that CMHTs can respond to the directive to target people 
with SL T mental health problems and in some cases that they can offer an efficient service. 
Further empirical work is needed. It should be acknowledged, however, that even if CMHTs 
could be demonstrated to have the ability to target people with SL T mental health problems, 
there are still forces opposing this focus - namely the economic necessity for CMHTs to 
provide the kind of service the GPs want. This pressure was exerted directly through GP fund 
holder consortia or indirectly by non-GP fund holders' pressure on purchasers, and more 
recently by Primary Care Groups. 
Evidence suggests that GPs want help with more neurotic patients (Warner, Gater, Jackson & 
Goldberg, 1993) and wish to have access to therapeutic services rather than support for the 
long-term mentally ill. Onyett et al (1995) also found that teams based in primary care settings 
see the least number of people with SL T mental health problems compared to those based 
elsewhere - which is consistent with the idea that GPs may be putting more pressure on them to 
serve other client groups. 
In addition, it is likely that GPs may oppose the concept of teams, as the evidence suggests that 
they prefer to work closely with individual mental health staff, especially if they are based at 
their practice (Peck, 1994). In a survey of GP fundholders, their priorities for mental health 
services were; protecting or increasing CPNs' time, increasing the availability of practice-based 
counsellors; and challenging sectorisation (Marum, 1995). As 80-90% of referrals to teams 
come from GPs (Sayce et al, 1991), CMHT managers may therefore find they have a conflict 
of interests if they are trying to serve the GPs, as purchasers of their service, and also fulfil 
government directives to prioritise the needs of people with SLT mental health problems (DOH 
1994d, 1994e, 1996). 
Sayce et al (1991) also warn that targeting can lead to the neglect of serious needs not target-
defined and waste resources in the process of gate keeping. In addition, the experience of 
CMHCs in America has shown that, despite attempts to sharpen objectives and structures to 
serve people with SL T mental health problems, many states still lack services for this client 
group and often counselling or therapy is no longer available except in the private sector (Burt 
& Pittman, 1985). 
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5.4.3. Integrated Service Delivery 
It is frequently claimed that CMHTs facilitate a comprehensive assessment of client's needs 
and promote an integrated service delivery (DOH, 1993); Brill (1976) claimed teamwork 
reflects: 
' ... (an) emphasis on the wholeness and oneness of people and the world (which) leads to the 
development of ways of dealing with the problems that have arisen from fragmentation of 
both knowledge and practice, from over-differentiation and under-integration ' 
An integrated service delivery can mean that the team addresses the person in a holistic way or 
it can mean that that the team works together in a unified way to perform or co-ordinate 
multiple functions for the same individual. 
Co-ordination of services is recognised as an important aspect of community mental health 
work (Clifford, Craig & Sayce · 1988; Huxley & Oliver, 1993) but Onyett et al (1995) found 
that the interface with in-patient services was poor, with only 30% of CMHTs retaining 
responsibility for planning and providing care when the service-user moved into hospital. 
Looking at the teamwork at purely an administrative level, they demonstrated that most teams 
in their survey did not work in a fully integrated way as 53% of teams took referrals via 
individual team members rather than through a single referral route and only 3 8% had shared 
records. 
The introduction of case management (DOH, 1989) also challenges CMHTs as the dominant 
service model and hence affects co-ordination across agencies (Peck & Barker, 1990; Peck, 
1994; Paxton, 1995). The effect of its introduction in social services has been to divide the case 
manager, responsible for needs assessment and purchasing services, from the rest of social 
services - which function as providers - thus creating an internal market. It also allows for 
competition from the private and voluntary sectors that might result in the CMHT no longer 
being the central service provider. This weakens the position of CMHTs as it may result in 
social services withdrawing from teams and, as the case manager in social services has 
responsibility for formulating the care plan and purchasing services as appropriate, it removes 
one of the core functions of CMHTs. The effects of the introduction of the Care Programme 
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Approach, or attempts to integrate this with case management (DOH, 1993), have yet to be 
evaluated. 
5.4.4. Inter-Disciplinary Conflict: Theoretical Orientations 
At a theoretical level, the notion of a holistic approach is hampered by the fact that different 
professionals may have different conceptualisations of the problem being presented which may 
lead to conflicting recommendations for intervention; Noon (1988) gives the example of 
different models of depression in which a biomedical intervention would conflict with a systems 
based approach, such as family therapy. Mathai (1992), when referring to multidisciplinary 
teams in child and adolescent services, concluded that the accepted multidisciplinary model was 
unworkable; one reason for this was the fact that the appearance of multidisciplinary working 
could hide covert conflicts, routed in different theoretical models of working. Different 
members of the team may not therefore meet different needs of the client but have different 
ways of meeting the same need. 
5.4.5. Other Claims about the Advantages of Teamwork 
Some other advantages claimed for the CMHT model include the potential for matching the 
client with the team member best equipped to deal with the problem ( e.g. referrals are allocated 
on the basis of client need) and the opportunity for joint working, where the knowledge and 
skills of two or more team members could be combined for complex cases to enhance the 
impact of the intervention. 
Searle (1991) investigated some of these aspects of teamwork and found that allocation of 
referrals within a team was a random affair which depended on who had a space in their diary, 
rather than who had the most relevant skills, and was propelled by the pressure to keep waiting 
lists down and to maintain the service. He also noted that reallocation of a case after an initial 
assessment rarely happened, suggesting that the team members did not take on clients most 
appropriate to their skills and expertise. Reiman (1989) also commented on this and concluded 
that multi-disciplinary community teamwork tended to dilute the specialist professional skills of 
individuals into an undifferentiated pool of generic work. The claim that CMHTs facilitate the 
development of strategic case formulation, taking into account the various perspectives of the 
disciplines involved, was not found to be the case in a study (Galvin, 1989). 
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Searle (1991) also reported that joint working arrangements occurred in less than 13% of 
referrals and those were mainly the provision of an opinion on the diagnosis rather than a joint 
intervention. 
5.5. Summary 
This section has shown that many of the claims made for CMHTs, particular those related to 
the benefits of multi-disciplinary teamwork, do not seem to have been supported by empirical 
study. There are problems for both service users and providers and this model of service 
delivery has not yet been able to overcome inter-disciplinary conflict or meet the criteria for an 
integrated service delivery model. 
6. CONCLUSIONS 
One of the main difficulties with many of the studies and review papers of CMHTs is that, in 
looking at various aspects of CMHTs, they are rarely able to compare the kind of service 
delivery provided by CMHTs with the service that preceded it or with comparable services in 
another area. There are also so many different kinds of teams, with varying management styles, 
composition and functions, located in different bases with varying degrees of resources, that it 
becomes meaningless to talk about CMHTs as a unitary concept. Comparison across studies is 
therefore hampered, especially if there is a lack of definition of the kind of team involved. 
In conclusion, the many claims made of CMHTs have not been upheld but, some forms of 
CMHTs, given adequate staffing and resources and a clear operational policy, are an effective 
form of service delivery for some target groups in some situations. Further studies need to be 
done which compare CMHTs with alternative models of working (e.g. Paxton, 1995) before 
their effectiveness can be demonstrated. The lack of empirical evidence in this area does 
suggest that CMHTs, as models of service delivery, have been adopted due to an adherence to 
an ideology rooted in the community mental health movement, rather than a decision based on 
research findings. If this movement, like its predecessors in the history of mental health 
(Leighton, 1982), results in disillusionment and abandonment, then CMHTs may also be short-
lived. 
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ABSTRACT 
The study explored the idea that people with a dementia are like 'travellers' on a journey that 
may result in them being referred to the Mental Health Services for Older People (MHSOP). 
This is termed the 'Referral J oumey', and was examined using models derived from the Health 
Psychology literature, particularly Safer's Three Stage Model of Delay (Safer et al 1979), 
which was used to explore factors affecting carers delaying in reporting patients' problems to 
the GPs. 
All GP referrals to MHSOP involving people over 65 years with a (suspected) dementia were 
monitored over a one year period (n=56); the clinical and demographic characteristics of these 
people were recorded and information about the various stages of the journey obtained from 
interviews with their carers and GPs. 
The results showed that the carers were the main agents who reported the initial dementia 
symptoms to the GPs, GPs detected 20% of patients and that the patients themselves rarely 
came forward. Some evidence of delay in the carers reporting the patients' problems to the GPs 
was found. There was a non-significant association between the carers' initial problem 
attribution and the time taken to report these dementia symptoms to the GPs - with those 
making pathological attributions tending to report the problems sooner than those making non-
pathological attributions. The severity of the patients' psychiatric problems was associated with 
a shorter overall time to MHSOP referral (from when the time when the carers first suspected 
something was wrong) and the severity of cognitive impairments with a longer time; no 
associations were found with behavioural problems or ADLs and the overall time to MHSOP 
referral. 
GPs tended to refer patients at a fairly advanced stage of the disease for help with management 
and often when there is a crisis, rather than for a diagnostic assessment. GPs who described the 
carers in their referral letters to be 'concerned' or 'not coping' tended to have suspected a 
dementia longer than for those patients whose carers were described as 'coping' or not 
mentioned as a reason for referral. This suggests that GPs often wait until the carer signals that 
they are having problems before referring on to MHSOP. 
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GLOSSARY OF ABBREVIATIONS AND DEFINITION OF TERMS 
AD 
ADL 
Agnosia: 
APA: 
Appraisal Delay: 
Aphasia: 
Apraxia: 
DRS: 
CAPE: 
CI: 
CPN 
Direct GP 
Referrals: 
DSMill-R: 
Families: 
Formal carers: 
GP: 
Alzheimer's Disease - the most common form of dementia in old age 
characterised by an insidious onset with memory problems and 
possibly mood changes, and resulting in a gradual deterioration of 
cognitive abilities and ability to cope with every day living. 
Activities of daily living such as washing, dressing and going to the 
toilet. 
A condition in which the senses can register objects but are not able to 
identify or interpret them. 
American Psychiatric Association. 
The time taken to interpret a symptom as a sign of illness. 
A generic term for the absence, or partial absence, of language. 
An absence, or partial absence of purposive movement. 
Behavioural Rating Scale - the behavioural scale of the CAPE 
assessing physical disability, apathy, social disturbance and 
communication difficulties of older people. 
Clifton Assessment procedure for the Elderly - a rating scale used to 
assess both cognitive and behavioural functioning of older people. 
Carers' Interview 
Community Psychiatric Nurse who provides assessment, support and 
treatment to people with mental health problems in the community. At 
the time of the study they were managerially separate from psychiatry 
in MHSOP and took referrals directly from the GPs. 
Referrals made directly from the GP to the psychiatrist in MHSOP i.e. 
not through other hospital specialties or through the CPN service. 
Diagnostic and Statistical Manual III -Revised: A manual containing a 
classification and description of mental health problems. 
The person with dementia and their informal carers. 
Paid professional carers; such as residential or sheltered 
accommodation staff or those providing community support services. 
General Practitioner 
HBM: 
IADL: 
ICM: 
Informal carers: 
Illness behaviour 
mness Delay: 
MEAMS: 
1\lllSOP: 
:MMSE: 
Patients: 
Re-referrals: 
Secondary 
Referrals: 
SPSS: 
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Health Belief Model - proposed by Becker (1964) to explain illness 
related behaviour. 
Instrumental Activities of Daily Living - these involve activities such 
as shopping, managing money, paying household bills etc. 
Illness- Constellation Model - a health psychology model proposed by 
Morse and Johnson (1991) to help understand people's experience of 
illness. 
Relatives, friends or neighbours of someone with a dementia who 
provide care on a regular basis with tasks that are necessary for 
independent living 
How people react to being ill, try to get better and cope with the 
consequences of illness. 
The time from the patient's (or carer's) decision that he or she is ill to 
the decision to seek care. 
Middlesex Elderly Assessment of Mental State - a brief cognitive 
screening test used mainly by the Occupational Therapists in the 
Mental Health Service for Older People. 
Mental Health Services for Older People - the service in the Trust that 
includes psychiatry and psychology and has a day hospital and in-
patient facilities. At the time of the study it did not include the CPN 
service, which was run as part of the Community Directorate within 
the Trust. 
Mini-Mental State Examination - a cognitive screening test mainly 
used by psychiatrists. 
In this study it will refer to people with a dementia or a suspected 
dementia. 
Patients that had been referred to MHSOP before and had now been 
referred again. 
Referrals made by the GP to another hospital speciality such as 
neurology or geriatrics, who then pass the referral to MHSOP. 
Statistical Package for Social Sciences - a computerised statistical 
package used for the analysis of the data. 
SRF: 
TIA: 
Utilisation Delay: 
VAD: 
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Severity Rating Form - summary of the severity of the patients' 
problems, as rated by the MHSOP clinicians, combined with the 
carers' self-ratings of stress done at the carer interview. 
Transient ischaemic attack - a temporary loss of cognitive abilities 
often due to an insufficient blood supply to the brain. 
The time from deciding to seek care to actually obtaining medical help. 
Vascular dementia; The second most common form of cortical 
dementia that is the result of a series of mini-strokes that finally 
produce a global picture of cognitive deterioration and difficulties in 
coping with daily living. 
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1. INTRODUCTION 
1.1 BACKGROUND TO THE PRESENT STUDY 
The present study was prompted by the clinical impression that a large number of referrals to 
the Mental Health Services for Older People (MHSOP) were being made, not at the early 
stages of a dementing illness for a diagnostic assessment, but at more advanced stages of the 
disease, often when a crisis point had been reached in the patient's management in the 
community. This raised many questions about how General Practitioners (GPs) were utilising 
specialist services and, if there was a carer involved, to what extent they contributed to this 
referral process. 
The framework for the study will use the idea that people with a dementia are like 'travellers' 
who are making a journey that may result in them being referred to mental health services, such 
as MHSOP. Along the route there are key transitional points, such as the detection of the 
symptoms, the decision to seek medical help and the GPs' consequent diagnosis and 
management of the illness. Depending on the. outcome of these stages of the journey, some 
people with a dementia may remain undetected, some will access treatment or support from 
alternative sources ( e.g. Social Services) and others, who are reluctant to engage with formal 
services at all, may struggle alone until perhaps a crisis forces them to seek help. 
The remaining part of this chapter will provide a brief outline of the nature and diagnosis of 
dementia and then review two main areas of relevant literature; namely the usefulness of Illness 
Perception models in understanding how families recognise and seek help for a dementia and 
secondly, how GPs detect and manage patients with a dementia, including the use of mental 
health services. 
1.2 NATURE OF DE:MENTIA 
1.2.1 Terminology 
The term 'dementia' (Lishman, 1987) refers to a number of specific clinical conditions or 
'dementing illnesses', which involve widespread brain pathology and lead to progressive 
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cognitive decline. The two most common forms of cortical dementias are Alzheimer's Disease 
(AD) and Vascular dementia (VAD). 
1.2.2 Epidemiology 
Miller and Morris's (1993) epidemiology review concluded that the overall incidence rate of 
dementia is about 3% for people over 60 years and that the prevalence rate for moderate to 
severe dementia is 5.6-15.6%, with a median value of 8%; this dramatically increases with age 
so that up to 20% of people over 80 years are affected. 
1.2.3 Diagnosis and Clinical Features 
Dementia is a progressive disorder eventually affecting every area of functioning but it is 
important to note that the rate of progression of the disease for individuals is quite variable 
(Kraemer, Tinklenberg &Yesavage, 1994). 
DSM-III R diagnostic criteria for dementia (American Psychiatric Association, 1987) was 
current at the time of the data collection and clinical practice informed by criteria produced by 
the National Institute of Neurological and Communicative Disorders and Stroke and the 
Alzheimer's Disease Association (NINCDC-ADRDA) (McKhann, Drachman, Folstein, 
Katzman, Price & Stadlan, 1984). The reader is referred to these and Lishman (1987) for the 
diagnostic criteria of the different dementias, to Miller and Morris (1993) for the psychological 
aspects of dementia, Levy, Howard and Burns (1993) for the psychiatric aspects of care and to 
Holden (1995) and Morris (1996) for a neuropsychological perspective. 
1.2.4 Psychiatric Morbidity in Dementia 
In a review, Teri and Wagner (1992) concluded that there is a significant association between 
depression and AD, particularly in the early stages of the illness, with some studies reporting 
up to 40% of patients being described by relatives as depressed. Visual and/or auditory 
hallucinations may be present in up to 28% of cases (Merriam, Aronson, Gaston, Weys & 
Katz, 1988) and misidentification syndromes in 30% (Bums, Jacoby and Levy, 1990). Studies, 
which include V AD, have shown that delusions may be present in up to 37% of patients 
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(Berrios & Brook, 1985). The prevalence of psychotic symptoms is thought to vary with the 
severity of cognitive symptoms, but the evidence for this is still equivocal (Patel & Hope, 
1993). 
1.3 PATIENTS WITH A DEMENTIA AND THEIR CARERS 
1.3.1 Terminology 
For the sake of brevity, people with a dementia will be referred to as 'patients' in this study 
even though the former terminology is considered preferable. 'Formal carers' will refer to paid 
professional carers; such as residential or sheltered accommodation staff or those providing 
community support services. 'Informal carers' will refer to relatives, friends or neighbours, 
who provide care on a regular basis with tasks that are necessary for independent living, and 
'Families' will refer to the patient and their informal carers. 
1.3.2 Importance of carers 
The majority of people with a dementia are cared for at home by their families (Zarit & 
Edwards, 1996). The stress of caring for someone with a dementia is now well documented 
(Baumgarten, 1989; Morris, Morris & Britton, 1988) and it is apparent that there is not a linear 
relationship between the degree of carer stress and the severity of the dementia; some carers 
may find different stages of the dementing process more difficult to cope with than others. 
Carers tend to react differently to the various symptoms of dementia but there is some 
consensus that mood and personality changes are the aspects that they find most distressing 
(Greene, Smith, Gardiner, & Timbury, 1982). Research has often been focussed on how to 
support both patients and their families in order to improve the patient's quality of life, reduce 
carer stress and avert premature institionalisation (Mittleman, Ferris, Shulman, Steinberg & 
Levin, 1996). 
In the next section, models developed in Health Psychology to understand how people perceive, 
respond to and experience illness will be described and their applicability to dementia 
considered. 
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1.4 HEALTH PSYCHOLOGY MODELS OF ILLNESS 
1.4.1 Definitions 
fflness has been differentiated from the disease or the sickness (Eisenberg, 1977); disease is a 
biological event characterised by pathology in the structure and/or function of body organs and 
systems whereas illness is the subjective experience of devalued changes in well-being 
(Williams, 1997) and is considered to encompass the thoughts, feelings and altered behaviour 
of someone who feels sick; individuals with the same disease may have very different illness 
experiences. 
fflness behaviour is how people react to being ill, try to get better and cope with the 
consequences of illness (Mechanic, 1986). 
1.5 SELECTION OF MODELS 
Three potentially useful models from the Health Psychology literature will now be described 
and then their applicability to dementia considered. These are: the Illness Constellation Model 
(Morse and Johnson, 1991), the Health Belief Model (Becker, 1974) and Safer's Three Stage 
Model ofDelay (Safer, Tharps, Jackson & Leventhal, 1979). 
1.5.1 fflness- Constellation Model (Morse and Johnson, 1991) 
This Illness-Constellation Model (ICM) (Figure 1) was constructed by synthesising five studies 
on illness experiences, all using a qualitative research method, Grounded Theory (Glaser & 
Strauss, 1967). The authors assert this model is superior to both the traditional medical model 
of illness and the Adaptation-Coping models; the former defines illness as the patient's 
experience of the symptoms and largely ignores the cultural and social determinants of health 
and illness (Stewart and Roter, 1989), and the latter views the illness experience as the 
patient's ability to cope with or respond to the disease process (Lazarus, 1966), and thus 
ignores the family's involvement. In contrast, ICM considers the illness experience as a shared 
on~ with the significant people in the patient's life. 
107 
The first stage of this model, 'The Stage of Uncertainty', is when the person and/or their 
relative begins to realise that something is wrong; As the symptoms persist and worsen, they 
may constantly wonder whether or not the experience is 'normal'. The process of 'reading the 
body' or ' establishing the boundaries of normalcy' ensues whereby the person and their family 
try to evaluate what is happening by comparing the symptoms with past experiences and by 
discussing them with other people. 
The next stage, the 'Stage of Disruption', is when the person realises that medical intervention 
is required and that they no longer have a choice about whether or not they can manage their 
symptoms alone. The person becomes a 'patient' who, on entry to the medical system, loses 
control, as the physician is considered the expert and the 'patient' only the follower of expert 
advice. 
SELF OTHERS 
(E.g. family or friends involved in the illness 
Sta e 2: The 
Sta e 3: Stri 
le 
vities 
rol 
Figure 1: The Illness Constellation Model (Morse & Johnson, 1991) 
In the third stage, the person enters into the "sick role" and is therefore exempt from normal 
social role responsibilities but is expected to want to get well by seeking technically competent 
help and co-operating with treatment (Parsons, 1951). The family has to 'commit to the 
struggle' , 'renegotiate roles' and provide support on a long-term basis. Its members may 
engage in 'buffering behaviours', which serve to protect the 'sick' person from undue stressors. 
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Spouse carers may have to take on tasks normally done by their partner and offspring carers 
may have to come to terms with the change of dependency. Morse and Johnson state, "the skill 
is to attain a balance or a reciprocal relationship in which the needs of both individuals are met" 
(Morse & Johnson, 1991, p. 318). 
In the fourth stage, 'Regaining Wellness', the person takes back some control from their 
relatives or carers and starts to make decisions again. 
1.5.2 The Health Belief Model (Becker, 1974) 
1.5.2.1 General Description of the Health Belief Model 
The Health Belief Model (HBM) is concerned with explaining illness-related behaviours and 
proposes that an individual's decision to take preventative action in relation to their health will 
depend on: 
• Their Assessment Of The Perceived Threat Of The Health Problem - this in turn 
depends on the person's perception of the seriousness of the health problem, his or her 
perceived vulnerability or susceptibility to it and cues to action which may be internal 
( e.g. the perception of a symptom) or external ( e.g. health education, invitation to attend 
screening clinics etc.). 
• An Evaluation Of The Costs And Benefits Of Taking Action. - This depends on the 
person's beliefs about the perceived benefit of taking preventative action, which reflects 
how worthwhile the action will be in terms of reduced risk or avoidance of illness, and the 
perceived barriers associated with taking preventive action, which reflect the disadvantages 
or cost of these actions, such as if it is time-consuming, incurs financial cost, stigma or pain. 
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1.5.2.2 Evaluation of the Health Belief Model 
A vast literature has built up from this model and considerable support for it has been found, 
particularly in the field of treatment compliance (Becker, 1979; Janz & Becker, 1984) and also 
in predicting health screening uptake (Rosenstock, 1974). In a recent review, Walker (1997) 
concludes that the HBM is useful in predicting preventive health behaviour, such as in the 
previous example of health screening, but has been inappropriately applied to predicting 'health 
related behaviour', such as smoking, when the disease is the unintended and unfortunate 
consequence of the behaviour. As the decision to seek medical help for symptoms associated 
with dementia could be classified as preventative health behaviour, then the HBM appears to be 
an applicable model for this study 
PERCEIVED 
VULNERABILITY 
POTENTIAL COSTS 
• EFFORT 
• TIME 
• STRESSOF 
ASSESSMENT 
• STIGMA 
• BETRAYAL 
• INTERFERENCE 
• FEAR OF LEARNING 
SERIOUS DIAGNOSI 
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• ACCESS SUPPORT 
• INFORMATION 
AND ADVICE 
Figure 2:The Health Belief Model 
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1.5.3 Safe r's Three Stage Model of Delay (Safer, Tharps, Jackson & Leventhal, 1979) 
Safer et al (1979) interviewed 93 patients waiting to see a doctor at a hospital clinic or 
emergency room to investigate delay in seeking formal help; this was thought to occur in three 
parts: 
• Appraisal Delay: defined as "the number of days that elapsed from the day the patient first 
noticed his symptoms up to the day he concluded that he was ill" (Safer et al, 1979, p.13). 
• mness Delay: defined as "the number of days from the end of the appraisal delay, when the 
patient concluded he was ill, up to the day when the patient decided to seek professional 
help" (Safer et al, 1979, p.13). 
• Utilisation Delay: defined as "the time from when the patient decided to seek professional 
help up to the time he was interviewed in the clinic" (Safer et al, 1979, p.24) 
Overall, they found that delay in seeking help was significantly longer for people who had a 
competing life problem (such as relationship difficulties), who had no pain, who had read 
something about their symptoms, who were over 45 years, who had waited for their symptoms 
to go away, and who believed that there was no cure for their illness. 
Appraisal Delay was shorter for people who had obviously distressing symptoms (such as pain 
and bleeding) and when their symptoms were new rather than familiar. Illness Delay was found 
to be longer for people who imagined negative consequences of being sick ( such as undergoing 
unpleasant procedure), when there was no pain or incapacitation and when patients had feelings 
of invulnerability, a sense of fatalism or a belief that nothing could cure them. 
Utilisation Delay can be construed as having two parts. Firstly, it involves the time taken after 
the decision to seek medical help has been made to asking for help e.g. the time between 
deciding to ring for an ambulance, when one was having a suspected heart attack, and actually 
doing it, or the time taken to choose the medical care that the person felt was worth the cost and 
then overcoming barriers, such as finding the money, arranging to see a doctor and dealing with 
competing life problems. Secondly, Utilisation Delay involves the time taken between asking for 
help and receiving it e.g. waiting times to first appointment. Safer et al (1979) found that 
Utilisation Delay was shortest for persons who were not concerned about the cost of treatment, 
who had a painful symptom and who thought that their symptom could be cured. 
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1.6 ILLNESS PERCEPTION MODELS AND THEm APPLICATION TO 
DEMENTIA 
Each of the models outlined in the previous section will now be discussed in relation to 
dementia. 
The most relevant stages of the ICM for dementia appear to be the first two i.e. the stages of 
'Uncertainty' and 'Disruption' . The detection of dementia is difficult for professionals 
(McClean, 1987) and is therefore likely to be even harder for carers. 'Establishing the 
boundaries of normalcy' in dementia is likely to involve considering the interface between 
ageing and disease, especially in relation to memory problems. As many patients lack insight 
into their difficulties ( or possibly just the ability to communicate them effectively [Killick, 
1994 ]), the onus for recognising something is wrong and deciding to seek help may rest with the 
carer. The stage of disruption may be a critical point when the carer is forced into realising that 
they cannot manage without help or, if someone is living alone, a crisis may occur (e.g. found 
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wandering at night). This model, therefore, supports the position of this study - which will view 
the processes of recognising something is wrong and deciding to seek medical help from the 
carers' perspective and not from the patients'. 
The second model, the HBM, recognises that the symptoms of the illness may be important 
'cues to action' and that these symptoms have to be evaluated for their seriousness before 
action is taken. It also focuses more than the ICM on possible factors affecting the decision-
making process of going to the GP and acknowledges that there may be important costs 
involved in seeking formal help. Research shows that families caring for someone with 
cognitive impairment are even less likely to use formal services than those caring for physically 
frail people (Birkel & Jones, 1989). Possible factors deterring families may be the perceived 
lack of available treatments for dementia, fear of investigatory procedures or the stigma of 
being labelled 'demented'. 
The third model, Safer's Three Stage Model of Delay (Safer et al, 1979), highlights reasons for 
delay in seeking help, with the 'Appraisal Delay' being similar to the ICM's 'Stage of 
Uncertainty'; it is concerned with recognising the symptoms of dementia as pathological and 
not, for example, part of normal ageing. The next stage of 'Illness Delay' is an important 
transition point in the Referral Journey as families will decide whether they need/wish to seek 
help from formal services, such as the GP, and at what point in time; some may choose to wait 
until the symptoms become more pronounced or unmanageable, and others may seek help from 
informal networks or explore alternative medicine. 'Utilisation Delay' is a delay less in control 
of the family and may include barriers in accessing specialist hospital or support services e.g. if 
their GP, the gatekeeper to secondary health care, is unable to recognise the symptoms as 
dementia, is reluctant to refer on or is unaware of the services available. 
These three models indicate that recognising the significance of early symptoms and deciding to 
seek medical help are likely to be complex processes affected by several variables including the 
patients' and their families' knowledge of dementia, their evaluation of the effectiveness of 
medical help and the perceived costs involved in seeking help. With these models as context, the 
literature relating to some of the key issues identified will be explored further i.e. the decision to 
engage with formal health services, the triggers that prompt reporting of symptoms and the 
relationship between ageing and illness representations. 
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1.6.1 Informal vs. Formal Care 
Balint (1957) maintained that doctors unwittingly convey to their patients which problems they 
are interested in and which they are not; patients strive to learn the rules and attempt to be 
'-good' patients by only bringing relevant problems to the surgery. Uncertainty about the 
significance of symptoms may therefore deter reporting. 
Research in the general population shows that only 10-25% of people experiencing clinically 
significant symptoms actually report them (Kellner, 1986; Penebaker, Burnham, Shaeffer & 
Harper, 1977; White, Williams & Greenberg, 1961) whilst others seek medical advice for 
apparently trivial reasons (Edelman, 1996). Most people of all ages prefer initially to seek help 
and advice from their family and friends and contact formal health services and relief agencies 
only when these are inadequate (Pratt, 1973; Helman, 1978; Blumhagen, 1980; Evans and 
Northwood, 1979; White, Williams & Greenberg, 1961; Freer, 1980). 
1.6.2 Triggers to Seeking Medical Care 
Zola (1973) did some early pioneering work on what prompts people to seek medical help. He 
identified five important 'triggers' i.e. when: 
1. Symptoms are frightening, and a threat to vocational and physical activity is perceived 
2. Symptoms are new and different or familiar to symptoms previously found to be serious 
3. Anxiety is also experienced, particularly over an interpersonal crisis 
4. Symptoms threaten relationships with other people. 
5. There is approval or encouragement from others in seeking help 
The slow insidious nature of AD with common and familiar symptoms, such as memory 
problems, which are not usually considered frightening and are probably not perceived as a 
threat to physical or vocational activities do not, therefore, fit Zola's criteria for the likelihood 
of being reported. 
Other studies have concluded that the decision to seek formal help seems to be based on 
whether or not the symptoms are severe enough to interfere with everyday life and particularly 
if these include socially disruptive behaviour (McKinlay, 1980; Mc Whinney, 1972). The issue 
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of the relationship between ageing and identification of illness will now be returned to, as it 
seems to be a potentially important area for · misinterpretation in relation to identifying 
dementia. 
1.6.3 Relationship of Age and Illness Representations 
Illness representations are thought to help define the cause of the difficulties a person is 
experiencing, the identity (i.e. the symptoms and label), the potential consequences and the 
possibility for control. They also portray how long each of the stages of the illness will last i.e. 
time for development, for cure, disability and/or death (Leventhal and Crouch, p.77, 1997). The 
relationship between age and illness representations is of interest as it may affect the way older 
people assess their health problems and their consequent actions. 
A common strategy employed for ambiguous symptoms by people of all ages is a 'Wait and 
See' strategy. Leventhal and Crouch (op.cit) suggest that this is a less effective strategy for 
older people because they report more bodily symptoms than a younger person (Hale, Perkins, 
May, Marks & Stewart, 1986) and therefore have to evaluate the symptoms against a larger 
and more complex background of somatic activity. 
Studies show that doctors and older people themselves overestimate the changes caused by 
biological ageing, wrongly assuming that intellectual deterioration and pain are 'normal' 
concomitants of the ageing process (Kart, 1981; Brody and Kleban, 1981), that ageing 
attribution resulted in less emotional distress (Prohaska, Keller, Leventhal & Leventhal, 1987) 
and increased self-care rather than seeking medical care (Haug, Wykle & Namazi, 1989). 
In summarising the literature, Leventhal and Crouch (1997) conclude that gradual onset 
symptoms are more likely to be attributed to ageing, ambiguous symptoms may be wrongly 
attributed to stress, and that, as people of all ages tend to minimise the perceived severity of 
symptoms shared by their peer group, older people, who tend to have multiple somatic 
symptoms that they frequently discuss with their peer group, are more prone to underestimating 
the risk from these symptoms. If these fmdings are considered in the context of dementia, it 
seems likely that early symptoms are likely to be associated with normal ageing and to go 
under- reported. 
Studies relating specifically to dementia will now be described. 
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1.6.4 Carers' Recognition of the Symptoms of Dementia 
In a Cambridge study (Pollitt, O'Connor & Anderson, 1989), relatives of working _class people 
with an early dementia were interviewed about the changes associated with the disease. Most 
relatives failed to recognise the significance of the symptoms of dementia, had not reported 
them to their GP and when asked, attributed the loss of daily skills to normal ageing rather than 
to an illness. 
Similarly, in an Italian study (Antonelli Incalzi, Marra, Gemma, Capparella & Carbonin, 
1992), relatives of people diagnosed with a dementia following an admission for other medical 
reasons, were interviewed. Three main reasons for not reporting the symptoms of dementia 
were identified: attribution of the symptoms to normal ageing, respect for parents or 
grandparents and the negligible effect on family life and family economy. This suggests that 
there may be some stigma associated with dementia symptoms that the relatives wanted to 
protect the older generations from and failed to act unless the illness seriously affected their 
family life. 
O'Connor, Pollitt, Hyde, Brook, Reiss & Roth (1988) in a community study of people with a 
dementia reported that only a quarter of those caring for a mildly demented relative had 
reported it to the GP and only two-fifths of those caring for someone with moderate impairment 
had. Similarly, in a community study in east London, Bowling (1990) showed that only a 
minority of those over 85 years (who on average visited their GPs seven times a year) had 
consulted their GP about memory or cognitive changes, although one in three experienced 
forgetfulness and one in six experienced confusion. 
Overall, these studies suggest a reluctance or delay in reporting symptoms associated with 
dementia to the GPs. 
It is possible that the quality of the relationship between the carers and GPs may affect their 
willingness to report ambiguous symptoms. Studies looking at the carers' attitude to GPs 
generally report a positive one; form and Henderson (1993) reported that GPs have been voted 
the most helpful profession of all health professionals when faced with dementia. There may, 
however, be a class difference in the carers' perception of the role of the GP, with middle class 
families having a more social and less narrowly medical perception of the GPs' role (lniechen, 
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1994 ). The next section will now review the literature on the GPs' ability to detect dementia 
and their management of it. 
1.7 GPS' DETECTION OF DEMENTIA 
1. 7 .1 GPs And The Diagnosis Of Dementia 
Initial research suggested that the GPs' detection rate for dementia was low. For example, 
Williamson, Stoke, & Gray, (1964) found the GPs missed 87% of cases of dementia in the 
community that were identified by the research team doing a door-to-door community survey. 
Subsequent studies, with improved methodology (i.e. better use of diagnostic criteria and less 
discrepancy between when the GPs last saw the patients and when the research team assessed 
them), generally reported better detection rates, especially for patients with at least a moderate 
degree of dementia (Parsons, 1965; Mant, Eyland, Pond Saunders & Chancellor, 1988; 
O'Connor et al, 1988; Philp & Young, 1988; Bowers, form, Henderson & Harris, 1990; Iliffe, 
Haines, Gallivan, Booroff, Goldenberg and Morgan, 1991; Cooper, Bickel, & Schaufele, 1992; 
Wind, Van Stavem, Schellevis, Jonker & Van Eijk, 1994). Overall, however, there is some 
consensus that dementia is still under-diagnosed by GPs. Some reasons for this will now be 
examined 
1.7.2 GPs' Knowledge of the Diagnostic Features of Dementia 
It is generally acknowledged that GPs receive very little formal training in dementia (Iliffe, 
1994) and that the diagnosis is difficult even for skilled physicians in this field (McClean, 
1987), especially in the early stages when the symptoms can easily be attributed to the ageing 
process (Jacques, 1992). In a national British survey (Alzheimer's Disease Society, 1995), only 
24% of 2024 British carers rated the GPs' knowledge of dementia as being 'very good' and of 
691 GPs surveyed, almost three-quarters felt inadequately trained in the management of 
dementia. 
Under diagnosis of dementia by GPs has been attributed to lack of knowledge or lack of 
appropriate testing procedures (Bowers, form, Henderson & Harris, 1990). In this study, GPs 
(n=l2) were asked which factors they used to diagnose dementia; 91 % considered forgetfulness 
as an important indicator and 55% thought that relative's reports were significant. To assess 
the GPs' knowledge of dementia further they compared their responses with the nine features of 
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dementia listed in the DSM-ill R criteria (APA, 1987); the majority ofGPs only mentioned two 
of these. 
Bowers et al (1992) repeated this study using more GPs (n=36) and found: 
• 6(17%) of GPs described 3 or 4 symptoms or signs of dementia 
• 22( 61 % ) of GPs described two symptoms or signs 
• 8(22%) described one symptom or sign 
The most frequently reported signs were memory impairment and impaired activities of daily 
living (ADLs). In addition, 60% of GPs were unaware that Alzheimer's Disease was the most 
common form of dementia. 
In an Australian postal questionnaire study (Brodaty, Howarth, Mant & Kurrie, 1994), GPs 
(N=l473) were asked which clinical features they found helpful in making a diagnosis of 
dementia using a checklist format - with a panel of experts later independently scoring the 
answers. The GPs correctly identified as features of dementia: 
• Progressive short-term memory loss (94.2% ), 
• Impairment of abstract thought (84.5%) 
• Personality changes (90%) 
They did not, however, identify more specific neurological symptoms such as apraxia, aphasia 
or agnosia (see glossary). The authors concluded that GPs do have a reasonable knowledge of 
the diagnostic features of dementia. 
This study may, however, have been an easier test of diagnostic abilities than Bowers et al's 
(1992) as, by using a checklist, it relied on recognition of the correct answers - which is easier 
than the recall used in the latter. In addition, unlike Bower et al, they only asked experts to rate 
the accuracy of the GPs' responses rather than evaluating them against published diagnostic 
criteria. 
Similarly, De Lepeleire, Heyrman, Baro, Buntix and Lasuy (1994), reported that GPs in their 
study mentioned four symptoms that were in the DSM-III -R criteria for dementia but that they 
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did not have a good clinical definition of the syndrome. The most important aid to diagnosis 
was found to be the clinical picture together with an account of the progressive course of the 
disease; the physicians made very little use of technical investigations. 
Further evidence that GPs make poor use of published diagnostic criteria and standardised tests 
comes from several studies (Rubin, Glasser & Werckle, 1987; Somerfield, Weisman, Ury, 
Chase & F olstein, 1991; Barker, Betmouni, Harrison & Jones, 1992; MacKenzie, 1992; 
Ledesert and Ritchie, 1994; Fortinsky, Leighton & Wasson, 1995); these show between only 
12-58% of GPs use standardised tests routinely. Furthermore, the use of a standard instrument 
for detecting cognitive impairment does not seem to affect the GPs' subsequent management 
and referral behaviour (Iliffe, Mitchley, Gould, & Haines, 1994). 
1. 7.3 Triggers that Help GPs Diagnose Dementia 
Several studies have looked at which features of dementia resulted in GPs correctly making this 
diagnosis: 
• O'Connor et al (1988) found that patients who had impaired ADL functioning, patients 
whose carers suffered strain and patients who frequently consulted them were more likely to 
be accurately diagnosed than those that did not. 
• Brodaty, Howarth, Mant & Kurrie (1994) showed that GPs were most likely to suspect 
dementia either following a report from a relative of memory loss or intellectual decline or 
through their own observations of decline over time. 
• De Lepeleire et al (1994) found important diagnostic triggers were: 
o Changes in ADLs, especially failure to comply with a medication regime, 
o Behaviours related to paranoia or hallucinations 
o Cognitive disturbances, such as memory impairment or disorientation. 
o 'Revelatory moments' defined as when the loss of the partner or carer, 
hospitalisation or a severe somatic disorder suddenly highlights the patients' 
difficulties. 
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• Wind et al (1994) in Amsterdam found that the patient characteristics that predicted the GP 
judgement on dementia were age, sex, cognitive functioning, Instrumental Activities of Daily 
Living functioning (IADLs) and memory complaints. 
In the latter study, both cognitive functioning and IADLs were factors that predicted the GPs' 
misdiagnosis for both the 'false positives' and 'false negatives'. The authors concluded that, in 
ambiguous cases, the GPs tend to diagnose dementia when there is evidence of impaired 
everyday functioning because only then does it have consequences for the management of 
dementia. GPs' diagnosis in dementia care is therefore thought to be directly related to care 
problems and is seen as a starting point for initiating adequate care. 
1.8 GPs' MANAGEl\fENT OF DEl\fENTIA AND REFERAL PATTERNS 
1.8.1 The Interface Between Primary And Secondary Care 
Kincey & Creed (1991) describe factors that affect GPs' referral practices in general; these 
include: the GPs' individual referral tendencies, GPs' .procedural knowledge of making the 
referral, the referral criteria of secondary services, GPs' attitude to hospital services and the 
health beliefs and preferences of the patients. 
Several studies have looked more specifically at the relationship between psychiatry and 
General Practice. Causes of dissatisfaction, leading to lowered referral rates, include delays to 
first appointment and the ways patients are treated at the clinics (Whitfield & Winter, 1980). 
Patients' characteristics and their affect on referral rates have also been studied extensively; 
patients referred most frequently include those with serious psychiatric complaints (Giel, 
Koeter, van de Meer, Ormel, 1991; Munk-Jorgensen, 1986), those with a diagnosis of 
psychosis (Shepherd, Cooper, Broen & Kalton, 1966; Robertson, 1979;. Hull, 1979; Regier, 
Goldberg & Bums, 1982), men (Leaf & Bruce, 1987) and younger people (25-35 years) 
(Shapiro, Skinner & Kessler, 1984). Patients referred least frequently include those with a 
neurotic disorder, women (Leaf & Bruce, 1987) and older people (Shapiro et al, 1984). 
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1.8.2 GPs' Attitudes To Dementia 
In a Belgian study (De Lepeleire et al, 1994), interviews with GPs showed that their initial 
response to patients with a dementia was often one of denial, that they began the diagnostic 
process only when the patient's problems became a significant problem to others and responded 
to the diagnosis ( once made) with disbelief, apprehension about the level of support the family 
would require, frustration at their own powerlessness and a fear of dementia itself. This 
suggests that the GPs' emotional responses to dementia may be a barrier to early diagnosis and 
could possible delay referral to specialist services for those in need of them. Several other 
studies have looked at what aspects of dementia care GPs find problematic. 
A study done in Massachusetts (Glosser, Wexler & Balmeilli, 1985) found that the five most 
difficult of fifteen activities for doctors were in decreasing order, nursing home placement, 
explaining diagnosis and prognosis, dealing with disruptive family problems, counselling and 
advising families and referral to allied health or social services. 
In an Australian study of GPs' attitudes to dementia, Brodaty et al (1994) found that the GPs 
reported difficulties with both the diagnosis and the management of patients with a dementia. 
These included: 
• Difficulties with early detection (36.8% ), 
• Concern about giving a diagnosis due to the serious implications this had (7 .2. % ), 
• A feeling that they had inadequate knowledge and/ or expertise ( 17 .1 % ), 
• Lack of time (19. 7% ), 
• Inadequate community services (16.8% ), 
• Therapeutic nihilism (10.8%) 
• Poor communication with the carers (10.5%). 
Overall 53.7% of GPs agreed that managing dementia is more often frustrating than 
rewarding. 
1.8.2.1 GPs' Referral Patterns for Dementia 
Several studies have examined GPs' utilisation of specialist services for patients with a 
dementia. In Brodaty's et al's study (1994), 22% of GPs reported that they would 'Refer 
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immediately for specialist assessment'. In Bowers et al's study (1992), 16 out of 19 GPs (84%) 
when given a vignette to read of someone with AD said they would refer immediately to the 
Geriatric Assessment Team. This high percentage may be because in Australia the Geriatric 
Assessment teams are the gatekeepers to residential care. 
In an American study, using a clinical vignette of a patient with AD accompanied by her 
daughter, (F ortinsky et al, 1995), a variety of management styles were observed. They found 
that the primary care physicians most likely to make more referrals to specialist health services 
were more recently trained, had more experience in dealing with patients with a dementia and 
specialised in family practice or osteopathic medicine. The authors then classified the 
physicians into high and low communicators according to the number of symptoms discussed 
with the family. They found that the majority of the physicians preferred to handle all 
discussions about symptom management themselves and not refer on to specialist health 
services and of these, a third had a low communication style. However, 80% reported that they 
would refer to AD family support groups, nearly three-quarters to home-help services and two-
thirds to home delivered meals and to the local AD society. O'Connor et al (1988) found that 
the referral rates to psychogeriatric services increased with the progression of the disease and 
suggested that the GPs may be asking for specialist help only when they have management 
problems. 
1.8.3 The Value Of Early Diagnostic Testing And the Importance oflmmediate 
Referral To Specialist Services 
The value of early diagnostic testing remains controversial. Arguments for testing include the 
patients' right to know their diagnosis (Drickamer & Lachs, 1991 ), screening out reversible 
dementias, treating accompanying medical or psychiatric conditions more appropriately, having 
earlier access to support services, benefits, information and the opportunity to receive 
psychosocial interventions. Arguments against have been about the uncertainty of the 
diagnostic process and lack of treatment ( see review by Iliffe, 1994 ), the financial cost and 
stress of testing to the patient (Gordon & Freedman, 1990), the potential harm that being told 
the diagnosis might have to the patient in terms of distress and possible increased suicidal risk 
(Cutliffe & Milton, 1996; Meyers, 1997; Rohde, Peskind & Raskin, 1995; Maguire, Kirby, 
Coen, Coakely, Lawlor & O'Neil, 1996) and the paucity of studies showing the value of early 
intervention (Cooper, Bickel & Schaufele, 1992). This is discussed more fully in section 5.7, 
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but this study will assume that early diagnostic testing is likely to be beneficial and therefore 
delay in identifying people with a dementia may be detrimental. 
Similarly, it could be argued that not everyone with a dementia requires or wants specialist 
services to be involved and therefore GPs need not refer everyone they suspect has a dementia 
to MHSOP. This would be a valid argument if the patients' needs were adequately met without 
a MHSOP referral. However, as the impetus for this research came from the clinical impression 
that people with a dementia were often being referred in crisis - and that perhaps some of these 
crises could have been prevented if an earlier referral had been made - then the study will take 
the position that, in general, immediate referral is desirable. 
1.9 SUMMARY OF FINDINGS 
The literature has been reviewed that relates to the referral of patients with a dementia or a 
suspected dementia by their GPs to mental health services; Diagram 3 attempts to illustrate this 
'Referral Journey' by incorporating some of the health psychology models discussed. 
From the literature relating to the initial stages of this journey, it seems likely that key factors in 
determining the carer's delay in reporting symptoms to the GP will include the severity and 
nature of the patients' symptoms and how these symptoms are understood by the carers -
especially how they differentiate dementia symptoms from normal ageing. Once the GP is 
aware of the patient with symptoms associated with dementia, further progression on the 
journey may include the GPs' diagnostic ability, his or her emotional reaction to dementia and 
also his/her preferred strategy for managing this client group. 
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Figure 4: THE REFERRAL JOURNEY 
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1.10 AIMS OF THE STUDY 
This study's focus will firstly be on the factors that delay carers reporting the patients' 
symptoms associated with dementia to their GPs, using Safer's Three Stage Model of Delay for 
the central theoretical framework (Safer et al, 1979), and secondly, will examine the GPs' 
utilisation ofMHSOP for patients with a dementia or a suspected dementia. 
The study will include all types of carers but is particularly interested in informal carers 
because they do the majority of caregiving, usually on their own, in contrast to institutional 
care, where care is shared. 
The aims of the study are: 
1. To evaluate the role of key factors that influence the referral of patients to 
MHSOP. The patients referred to are over 65 years with a dementia or symptoms 
associated with dementia. Factors of particular interest include: 
i) The carers' attributions of the patients' early symptoms of the dementia 
ii) The severity and nature of the patients' symptoms 
Research questions include: 
a) Which patient symptoms alert the carers to the onset of a dementia? 
b) What are the carers' initial attributions of the early symptoms of dementia? 
c) Do carers delay in reporting the patient's (dementia) symptoms to the GP? 
If so, what are their reasons for this? 
2. To explore the GPs' detection and management of patients with a dementia or a 
suspected dementia and, more specifically, to explore which factors predict why 
GPs refer these patients to MHSOP. 
Research questions include: 
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a) How do GPs first become aware of patients with problems associated with 
the onset of a dementia? 
b) Which patient symptoms act as diagnostic triggers for GPs? 
c) How severe were the patients' symptoms of dementia at the point of referral 
to MHSOP for the first time? 
d) Why do GPs refer to MHSOP? 
e) What role do carers have in the GPs' decision to refer to MHSOP? 
f) To what extent do GPs use MHSOP as a diagnostic service and to what extent 
as a crisis intervention service? 
The research questions are summarised in Figure 5 to show how they relate to the different 
stages of the Referral Journey to MHSOP. 
1.11 EXPERIMENTAL HYPOTHESES 
1. The carers' attributions of the patients' initial (dementia) symptoms will be associated with 
(a) the time taken to report these symptoms to the GP and (b) the time from the carers' first 
recognition of the patients' symptoms to MHSOP referral. Carers making pathological 
attributions, including dementia, will report them to the GP sooner and be referred to 
MHSOP more quickly, than those making non-pathological attributions, such as ageing. 
2. The nature and severity of the patients' dementia symptoms will be associated with the time 
from the carers' first recognition of the patients' symptoms to MHSOP referral - with more 
disturbing symptoms being associated with a shorter time to referral and more familiar 
symptoms, being associated with a longer time to referral; More specifically, severe 
psychiatric symptoms and behavioural problems will be associated with a shorter time to 
referral and severe cognitive symptoms and Activities of Daily Living (ADLs) problems will 
be associated with a longer time to referral. 
3. The severity of patient symptoms will be associated with the length of time the GP suspects 
a dementia prior to the first MHSOP referral - with the more severe symptoms resulting in a 
shorter time to MHSOP referral. No specific hypothesis about the nature of the symptoms 
and time to MHSOP referral are made. 
Which patient symptoms alert the 
carers to the onset of a dementia? 
What are the carers' initial 
attributions of the early 
symptoms of dementia? 
Do carers delay in reporting the 
patient's dementia symptoms to 
the GP? If so, what are the 
reasons for this? 
What role do carers have in the 
GPs' decision to refer to 
MHSOP? 
How severe are the patients' 
symptoms of dementia at the point of 
referral to MHSOP for the first time? 
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2. METHOD 
2.1 GENERAL OUTLINE OF STUDY 
The study explored what shall be termed the 'Referral Journey' of older people ( over 65 years) 
with a dementia to the Mental Health Services for Older People (MHSOP) using the 
framework, illustrated in Figure 4, which incorporates three models derived from the health 
psychology literature to understand the processes involved. As this study was interested in what 
delays patients on their journey, Safer's Three Stage Model of Delay (Safer et al, 1979) served 
as the main theoretical framework. This is shown in blue in Figure 4 and breaks down the delay 
in the patient or carer reporting the symptoms to the GP into three: Appraisal Delay, Illness 
Delay and Utilisation Delay. 
The study firstly examined patient and carer factors, especially those of informal carers, that 
were, on the basis of existing literature, thought to be associated with the progression of the 
'travellers' on their journey to MHSOP. Secondly, it explored the GPs' detection and 
management of patients with a dementia ( or a suspected dementia), including their utilisation of 
MHSOP. To do this, all the referrals to MHSOP over a period of a year were monitored and 
the patients' carers and GPs interviewed for further information about the main stages of the 
journey. Clinical and demographic information about the patients referred was obtained through 
routine psychiatric assessments and the use of some additional standardised tests. 
2.2 CRITERIA FOR INCLUSION 
Patients over 65 years referred directly by a GP ( direct referrals) or through other hospital 
consultants or Accident and Emergency ( secondary referrals) to the Consultant Psychiatrist in 
MHSOP in the year of the study were included if they lived in a defined sector of the district 
and were known to have or were suspected of having a dementia. Other referrals from the 
sector for 'functional' problems, such as anxiety or depression, were not included, nor were 
referrals of any kind referred directly to the community psychiatric nursing (CPN) service -
managed outsideMHSOP at the time of the study. 
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2.3 MEASURES 
2.3.1 l\lllSOP Assessments 
a) Patient clinical and demographic data: These were obtained from the GP referral 
letters and the psychiatric team's initial assessment - including whether the referral was 
new to the service. 
b) Severity Rating Form (SRF): The severity of the patients' presenting problems was 
rated by the psychiatrist and/or Liaison nurse on a five point scale (see Appendix 1) for 
each of the following main categories: Psychiatric Symptoms, difficulties with 
Activities of Daily Living (AD Ls), Behavioural Problems and Cognitive Impairment, 
using information obtained through: 
• Their routine assessments (including the standardised screening tests described 
below), 
• Interviews with the patients' relatives or other informants, if present, at the initial 
assessment, 
• Their clinical impression of the patient during the interview. 
The carers' self -ratings of their stress levels, recorded in the Carers' Interview 
(Appendix 2) provided the ratings for the category 'Carer Stress'. 
c) The Mini-Mental State Examination (MMSE) (Folstein, Folstein & McHugh, 
1975) - The Liaison Nurse or psychiatrist administered the MMSE as part of their 
routine initial assessment. This is a brief cognitive screening test covering orientation, 
delayed recall, object naming, a copying task and a test of the ability to carry out 
multiple commands. This gives a total score of 30 with a cut-off point of 22 points -
below which impairment is indicated. 
d) The Middlesex Elderly Assessment of Mental State (MEAMS) (Golding, 1989) - a 
slightly longer cognitive screening test than the MMSE, which covers Orientation, 
Language ( expression and comprehension), perceptual and visuo-spatial skills, Motor 
Perseveration, Arithmetic and two memory tests, one a recognition test using pictures 
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and the other a delayed recall task of remembering a name. This gives an overall 
screening score of 12 points with a cut-off score of 10 (below which impairment is 
indicated). This test was administered by the Research Assistant (with the carers' 
consent) in outpatients or, if admission was recommended, done later by the day 
hospital or in-patient staff ( all of whom had attended a training session on 
administering the test). 
Neither this test nor the MMSE were considered sensitive enough to detect people in the 
early stages of dementia but were useful indicators of the degree of impairment for patients 
with a more advanced dementia. 
2.3.2 Carer Interview and Assessments 
a) The Carers' Interview (to be referred to as CI) (Appendix 2): This was a semi-
structured interview divided into three main sections as follows: 
A. Background Information: basic demographic details and relation of the carer to 
the patient. 
B. History of the Patient's Problems: duration of problems, early symptoms and 
the carers' understanding of them, present difficulties and utilisation of support 
services. 
C. Contact with GP: a general account of the different stages of the journey, 
including the factors affecting their decision to seek help, how the GPs became 
aware of the problems, the GPs' initial management strategy and the decision to 
refer to MHSOP. 
b) Carers' Ratings of Patients' Dependency Level: The carers were asked at interview 
to rate on a five- point scale the degree of dependency of the patient in terms of how 
much supervision the patient needed in everyday functioning and to what extent if any 
he/she could be left alone (Appendix 2, Section B, Question 6). 
c) Carer Stress: The carers were asked (Section C, Q. 13), to rate how stressful they 
found caring for their relative on a five point scale from 'Not at all stressful' to 
'Extremely stressed' This was added to the SRF as the 'Carer Stress' rating. 
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d) Behavioural Rating Scale (BRS) of the Clifton Assessment Procedure for the 
Elderly (CAPE) (Pattie & Gilleard, 1979): This is a multiple choice questionnaire 
assessing the patient's degree of Physical Disability, Apathy, Communication 
Difficulties and Social Disturbance completed by a carer. (Data from formal and 
informal carers are reported on separately in the results.) The score can then be 
converted into a dependency grade, associated with different levels of care. 
2.3.3 GP Assessments 
a) Information from the GPs: the contents of their referral letters were used to provide 
information about the urgency of the referral and the GPs' reasons for referral to 
MHSOP. 
b) The GP Telephone Interview: the GPs were asked the following on receipt of the 
referral: 
1. When did you first suspect that the client might be dementing? 
2. What were the signs and symptoms that first alerted you to the possibility 
of a dementia? 
3. Which clinical features prompted you to refer on? 
c) Information from Practice Managers/Senior Partners: Information was requested on: 
i. The number of people registered at the practice, 
ii. The number of these over 65 years, 
iii. Whether or not any GPs specialised in work with older people. 
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2.3.4 Development of the Problem Classification System 
A method of classifying patient difficulties using the responses to questions in the carer and GP 
interviews was developed by examining all the responses, identifying common themes and then 
categorising them into different groups, with sub-groupings, as follows ( examples are shown in 
the brackets): 
• COGNITIVE AND NEUROLOGICAL: General ("confusion", "memory problems") 
Specific (apraxia, aphasia) and Neurological (tremors, gait disturbances) 
• BEHAVIOURAL: Challenging (shouting, aggression), General (sleep-disturbance, 
wandering, restlessness) 
• PSYCHIATRIC: Mood ( depression, anxiety), Severe/psychotic (hallucinating, paranoid) 
• ACTMTIES OF DAILY LIVING (AD Ls): Self-care (washing, cooking, shopping), 
Risk to self (leaving gas on or doors unlocked), Work/social (unable to cope with previous 
hobbies, work) 
• CARER FACTORS, Carer concern ( worried about patient), Carer not coping 
( difficulties in managing patient's care or behaviour) 
• 'OTHER'. Those responses not covered by the above. 
See Appendix 3 for a fuller description and examples of each category. Unrelated physical 
problems and general medical histories are not included as the focus in this study is on the 
symptoms associated with the illness of dementia itself. Exceptions include relevant 
neurological symptoms, such as tremors, gait disturbances, TIAs (Transient Ischaemic Attacks) 
and vascular problems. Some psychiatric problems, such as paranoia and depression, may have 
related behavioural problems but were classified just as psychiatric if this was clearly the cause 
of the difficulty. Inter-rater reliability checks are described in section 2.5. 
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2.4 PROCEDURE 
2.4.1 Preparation 
• Ethical approval was sought and granted by the Trust's Ethics Committee. 
• One month prior to the start of the study, GPs were reminded of referral procedures 
including how to classify 'urgency' (See Appendix 4). 
• A letter (Appendix 5) was sent to each GP explaining the aims of the project and inviting 
their participation. 
• The Carer Interview was piloted in a different sector of the district 
2.4.2 Description of the Components of the Study 
2.4.2.1 MHSOPAssessment 
All the patients referred meeting the criteria for inclusion were processed in the usual way; 
'routine' referrals were assessed at home by the community liaison nurse prior to the 
psychiatrist's assessment (this was normally the consultant but could be the senior registrar or 
a junior doctor) at an out-patient clinic; 'urgent' referrals were seen at home the same day, if 
possible, by the Consultant Psychiatrist. Further physical examinations, blood tests and other 
medical/neurological investigations (e.g. chest X-ray, brain scan) were arranged as required. A 
preliminary diagnosis and management plan were recorded. 
2.4.2.2 Carers' Interview and Assessments 
For those patients who had an identified carer present at the initial assessment, the aims of the 
study were described, and they were invited by the psychiatrist to participate. If they agreed to 
be contacted, a letter outlining the study was ~hen given to them (Appendix 6) with an opt-out 
response slip and a S.A.E. Those carers not present at the initial interview were contacted 
directly by letter with the patient's permission. If the slip opting out was not received within 
two weeks, the carer was contacted by the research assistant and, if they were still interested in 
participating, asked to arrange to see them in a place and at a time of their choice. 
134 
Most of the questions in the carer interview were 'open' with the research assistant writing 
down the key points for later content analysis. (If prompts were used, this is indicated on the 
interview form). A SPSS database was then constructed using a mixture of binary and multi-
response sets. 
2.4.2.3 GP Assessments 
On receipt of each referral, the Research Assistant telephoned the GPs ( of the direct referrals to 
MHSOP only) and asked them the three questions described above in section 2.33. Their 
responses were written down verbatim and analysed later. GPs not available at the first attempt 
were phoned again at a time the receptionist indicated might be convenient. If this failed, they 
were not pursued further. 
Each practice manager or senior partner was contacted and demographic information requested 
about the patients on their list. 
2.5 ANALYSES 
A content analysis of responses was required in the development of the Problem Classification 
System ( described previously), for the questions involving verbatim answers in the carer 
interview ( e.g. expectations of referral) and for the analysis of the GP letters. For these, all the 
responses were first considered and a classification of them made by the researcher. This 
classification system was then given to an independent rater who was asked to sort all the 
responses using this system. The inter-rater reliability was then worked out by calculating the 
percentage of the responses that the raters reached agreement on. When there was 
disagreement, the researcher's categorisation of the responses was taken as correct and reported 
in the results tables. If the inter-rater reliability did not reach 80% or more the results were not 
included. 
For descriptive data, non-parametric statistics will be used (see section 4.1). 
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2.6 SUMMARY OF HOW THE DATA WERE OBTAINED TO TEST THE 
HYPOTHESES 
2.6.1 Data relating to Hypothesis 1 
Hypothesis I was concerned with the relationship between the carers' initial attributions of the 
patients' early symptoms and the time taken (a) to report these to the GP and (b) to be referred 
to MHSOP. The carers' attributions of the patients' symptoms was obtained from the interview 
(Section B, Q.3) when they were asked 'At that time what did you think was going on?' The 
time from when the carers first noticed something was wrong to MHSOP referral was 
calculated by comparing their estimation of the onset of the patients' problems and the date of 
MHSOP referral. 
2.6.2 Data relating to Hypothesis 2 
Hypothesis 2 was concerned with the relationship between the nature and severity of the 
patients' problems with the time from the carers' first recognition of the patients' symptoms to 
MHSOP referral. The MHSOP cl~cians' ratings of the patients' problems on the severity 
rating form (SRF) were used as the main measure of problem severity for each of the problem 
categories, cognitive behavioural, psychiatric and ADLs. Time to MHSOP referral was 
calculated as in Hypothesis I. 
2.6.3 Data relating to Hypothesis 3 
Hypothesis 3 was concerned with the relationship between the nature and severity of the 
patients' problems and the length of time the GPs suspected a dementia prior to referral to 
MHSOP. The MHSOP clinicians' ratings of the patients' problems on the SRF were again 
used as the main measure of problem severity and category. The length of time the GPs 
suspected a dementia was calculated from their response in the telephone interview ( Q .1) as to 
when they first suspected the patient was dementing with the date of the MHSOP referral. 
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3. RESULTS: PART I 
3.1 OVERVIEWOFRESULTS 
The results will be reported in two parts: Part 1 describes the patients' clinical and 
demographic characteristics and answers the research questions outlined in section 1.1 O; Part 2 
tests the specific hypothesis outlined in section 1.11. 
The data collected during the study contained many sub-sets, which are differentiated in order 
to address specific research questions e.g. first time referrals to MHSOP are separated from 
those that have been referred previously and patients with informal carers separated from those 
with formal carers. 
3.2 RESPONSE RATES 
The response rates from the different parts of the study are summarised in Table 1: 
DATASET RESPONSE RESPONSE RATE 
3 Question GP Telephone Interview 43/56 77% 
Carer /Informant Interviews 38/50 76% 
Table 1: Summary of Response Rates 
The non-responders in the GP data were those who were too busy to participate or unavailable 
when the researcher called; the researcher attempted to find a suitable time to call back but did 
not persist if there was no response on the second attempt. 
Of the 12 informants identified but not interviewed, all were informal carers; 6 were not 
contacted on the advice of the psychiatrist, who felt that they were too distressed to be 
interviewed, 4 refused and 2 were not contactable or could not be interviewed within the time 
limits of the study. Using a t-test for independent samples, patients whose carers were 
interviewed were compared with those whose carers were not; no significant differences were 
found in terms of age, MMSE scores or the clinicians' problem severity ratings and so these 
patients have been kept in the study sample. 
137 
3.3 CLINICAL AND DEMOGRAPIDC DETAILS OF PATIENTS REFERRED 
3.3.1 Referral Rates and Sources 
In the course of the year, MHSOP received 56 direct GP referrals for patients suspected of 
having a dementia ( about half of all that sector's referrals) and 9 secondary referrals that came 
via other hospital departments. Patient clinical and demographic data for these two groups are 
shown separately {Tables 2 and 3 respectively) as the study was principally interested in the 
direct GP referrals. Table 2 also separates out those patients that were being referred to 
MHSOP for the first time. 
All 65 patients referred were found, after further investigations, to have a dementia. 
3.3.2 Sample Characteristics of Direct GP Referrals 
Table 2 shows that there was quite a wide age range in the sample with a mean of 79.8 years. 
The equal distribution of men and women in the current sample does not, however, reflect the 
gender distribution of the general population of this age group, which is heavily skewed 
towards women. 
The majority of the patients were being referred for the first-time to MHSOP and, of these, just 
over half lived with an informal carer; nine patients were already in residential care - this is 
16% of the total sample and 18% of the 50 first time MHSOP referrals. There appears to be 
nothing unusual in the diagnostic patterns of patients referred, with the percentage of patients 
diagnosed with different types of dementia being consistent with national studies. 
CATEGORY 
GENDER 
Male 
Female 
AGE 
Mean 
Range 
SD 
TYPE OF REFERRAL 
First-time to MHSOP 
Seen before: > 6 months 
Seen before: < 6 months. 
URGENCY OF REFERRAL 
Urgent 
Routine 
PATIENTS' LIVING 
ARRANGEMENTS 
• With an informal carer 
• Alone 
• Residential home 
• Sheltered housin2 
RELATION OF CARERS 
INTERVIEWED AND PATIENT LIVING 
ARRANGEMENTS 
• Informal & resident with patient 
• Informal & non-resident: Patient 
living alone 
• Informal and non-resident; Patient 
in sheltered or residential home 
• Formal: staff from residential 
home 
• Formal: warden of sheltered 
housing 
• Formal: primary care team 
member 
DIAGNOSTIC CATEGORY 
• Probable Alzheimer's Disease 
• Possible Alzheimer's Disease 
• Vascular Dementia 
• Alcohol-related Dementia 
• Mixed aetiology 
• Dementia of Unknown Type 
• Other 
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ALL REFERRALS 
(N=55) 
28 (50%) 
28(50% 
(N=55) 
79.8 
65-100 
8.3 
(N=55) 
50(91%) 
4(7%) 
1(2%) 
(N=56) 
12 (21%) 
44 (79%) 
(N=56) 
33 (59%) 
11 (20%) 
09 (16%) 
03 (5%) 
(N=38) 
• 22 (58%) 
116 spouses, 3 offspring, lother 
relative & 2 friends) 
• 5 (13%) 
(4 offspring & 1 other 
relative) 
• 4 (11%) 
(3 offspring & 1 spouse) 
• 5(13%) 
• 1(5%) 
• 1(5%) 
(N=54) 
• 23 (43%) 
• 4 (8%) 
• 15 (28%) 
• 1 (02%) 
• 3 (06%) 
• 5 (09%) 
• 4 (06%) 
FIRST-TIME 
REFERRALS 
(N=50) 
25(50%) 
25(50%) 
(N=50) 
80.6 
65-100 
8.3 
(N=50) 
50 (100%) 
(N=50) 
10(20% 
40(80%) 
(N=50) 
28 (56%) 
10 (20%) 
09 (18%) 
03 (6%) 
(N=34) 
• 18 (53%) 
(13 spouses, 2 offspring, 1 
other relative& 2 friends) 
• 5 (15%) 
( 4 offspring & I other 
relative) 
• 4 (12%) 
(3 offspring & 1 spouse) 
• 5(15%) 
• 1(3%) 
• 1(3%) 
(N=48) 
• 20 (42%) 
• 4 (8%) 
• 15 (31%) 
• 0 
• 2 (04%) 
• 5 (11%) 
• 2 (4%) 
Table 2: Referral details and characteristics of patients referred: Direct GP referrals only 
CATEGORY 
INFORMAL CARERS' REPORT OF 
PREVIOUS CONTACT WITH GP 
REASONS: 
• Physical problems 
• GP check-up 
• Mental Health Problems 
• Unsure 
• Other 
LEVEL OF SUPPORT PRIOR TO 
REFERRAL 
(See Appendix 7for details) 
• None or Very Little 
( e.g. may have CPN, home help but uses less 
than 3 services and does not attend a 
daycentre) 
• Intermediatory 
(e.g. Attends daycentre, resident in 
sheltered housing or uses 3 or more 
community services) 
• Full Support (e.g. in residential 
care) 
REFERRAL OUTCOME 
• No admission offered 
• In-patient admission 
• Day hospital admission 
• In-patient admission refused 
• Day hospital admission refused 
• Refused any assessment 
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ALL REFERRALS FIRST-TIME 
REFERRALS 
(N=29) (N=25) 
Mean no. of visits to GP in Mean no. of visits to GP in 
previous year = 5; Range = 
0-17 
(N=31) 
• 20 (65%) 
• 5 (16%) 
• 3 (10%) 
• 2 (7%) 
• 1 (3%) 
(N=56) 
• 31 (55%) 
• 16 (29%) 
• 9 (16%) 
(N=55) 
• 32 (58%) 
• 9 (16%) 
• 9(16%) 
• 1 (2%) 
• 3 (6%) 
• 1 (2%) 
previous year = 5.6; Range = 
0-17 
(N=27) 
• 17 (63%) 
• 4 (15%) 
• 3 (11%) 
• 2 (7%) 
• 1 (4%) 
(N=50) 
• 27 (54%) 
• 14 (28%) 
• 9 (18%) 
(N=49) 
• 30 (61%) 
• 8 (16) 
• 7 (14% 
• 1 (2%) 
• 2 (4%) 
• 1 (2%) 
Table 2 Continued: Referral details and characteristics of patients referred: Direct GP 
referrals only 
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3.3.3 Secondary referrals 
Cateeory Details 
Gender • Male =5 
• Female =4 
Aee Mean= 80; Range= 67-86; SD= 6.4 
Type of referral • First-time to MHSOP = 7 (78%) 
• Seen before = 2 (12%) 
Referral Source • Geriatric = 4 
• General Medical = 2 
• Orthopaedic = 1 
• A&E = 1 
Urgency of Referral as stated • Urgent = 8 (89%) 
by GP at referral 
• Routine = 1 (11%) 
Living Arrangements of • With an informal carer = 4 (50%) 
Patients Referred • Alone = 2 (25%) 
• Sheltered housing = 2 (25%) 
• Missing = 1 
Diagnostic Category • Probable Alzheimer's Disease= 4 (44%) 
(n=54) • Vascular Dementia = 2 (22%) 
Made by psychiatrist after • Alcohol-related Dementia = J (11%) 
investigations had been • Mixed aetiology = 1 (11%) 
completed 
• Dementia ofUnknown Type = 1 (11%) 
Referral Outcome • Admitted to medical bed = 8 
• Transferred later from medical 
to a psychiatric bed =4 
Table 3: Referral details and characteristics of patients referred: Secondary referrals 
Table 3 shows that the patient characteristics of the secondary referrals were similar to those 
referred directly by the GPs to MHSOP in terms of age, gender and diagnosis but different in 
that none of these patients was in residential care and most of them were urgent referrals. The 
problems that precipitated admission included falls, a head injury and hypothermia (resulting 
from wandering at night). It was not considered appropriate to interview the GPs by telephone, 
as they had not directly asked for a MHSOP referral. There was insufficient carer data ( only 
four interviewed) from these referrals for further useful comparisons to be made and so they are 
not included in the main analysis, but are referred to when crisis referrals are discussed in 
section 3.7.8. 
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3.3.4 Standardised Tests and Carers' Ratings 
The results of the standardised tests and carers' dependency ratings are shown for all patients 
and then for patients with informal and formal carers separately (Table 4). 
TEST N Mean S.D. *Normal Possible Mild to Moderate Severe 
Moderate to Severe 
MEAMS 
Raw core (10-12) (8-9) (5-7) (0-4) 
All Patients 31 6 3.6 6 (19%) 5 (16%) 9 (29%) 11 (36%) 
Informal Carers 22 6.7 3.2 5 (23%) 8(18%) 3(36%) 4(23%) 
Formal Carers 07 2.3 2.1 0 0 1 (14%) 6(86%) 
MMSE 
Raw Scores (27-30) (25-26) (10-24) (6-9) (0-5) 
All patients 29 19 6.9 6 (21%) 1 (3.4%) 20 (69%) 1 (3.4%) 1 (3.4%) 
Informal Carers 22 20.3 6.5 5(22.7%) 1(2.5%) 15 (68.3%) 0 1(4.5%) 
formal Carers 05 12.8 3.7 0 0 4(80%) 1(20%) 0 
CAPE BRS 
Gr de, scores (A, 0-3) (B, 4-7) (C, 8-12) (D, 13-17) (E, 18+) 
All patients 28 13.7 6.3 1 (3.6%) 5 (17.9%) 7 (25%) 4 (14.3%) 11 (39.3%) 
Informal Carers 22 12.6 6.4 1(4.5%) 5(22.7%) 6 (27.3%) 3(13.6%) 7(31.8%) 
Formal carers 06 18.0 4.2 0 0 1(16.7%) 1(16.7%) 4(66.7%) 
** CARERS' 
RATINGS 
Dependency (1) (2) (3) (4) (5) 
Category 
All patients 32 2.9 .95 3 (9%) 5 (16%) 16 (50%) 7 (22%) 1 (3%) 
Informal carers 25 2.8 .94 3(12%) 3(12%) 15(60%) 3(12%) 1(4%) 
Formal carers 07 3.3. .95 0 2(28.6%) 1(14.3%) 4(57.1%) 0 
Table 4: Results Of Standardised Tests And Carers' Dependency Ratings for First-time 
GP Referrals 
*The standardised tests are not graded for impairment in exactly the same way and so the actual range 
of scores in each category is shown for more accurate comparison. 
**Forkey to carers' dependency ratings see CI Section B, Q.6 in Appendix 2 
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The MEAMS and MMSE were screening tests administered by MHSOP clinicians to give a 
rough indication of the level of impairment - rather than as a diagnostic assessment- as it was 
recognised that these tests were unlikely to be sensitive enough to detect patients in the early 
stages of a dementia. The carers completed the Behavioural Rating Scale of the CAPE and the 
patient dependency ratings. (CAPE scores completed routinely by formal care staff in the day 
hospital for patients with informal carers were not included to prevent contamination of the data 
i.e. they may have been using different criteria to rate the patients). 
The results indicated that there was a spread of scores across the different levels of impairment 
but that on some of the measures (MEAMS and CAPE) about a third or more were rated in the 
high impairment group. Since not everyone was willing or able to co-operate with the tests, the 
results probably underestimate the degree of impairment of the study population. 
The formal and informal carers' dependency ratings (n=32) showed that half of the patients 
needed help with ADLs and could be left for only short periods and a further 8 (24%) were 
rated as even more dependent than this. The ratings of the formal carers tended to show a 
greater degree of impairment than those of the informal ones e.g. 66.6% of those rated by 
formal carers were in the highest dependency group on the BRS compared with only 31.8% 
rated by informal carers; this may be a reflection of the high dependency needs of patients in 
residential care. 
The next section traces back the Referral Journey of patients referred to MHSOP at the key 
stages and answers the research questions posed in the Introduction. 
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3.4 THE REFERRAL JOURNEY STAGE I: 
THE DETECTION OF DEMENTIA: APPRAISAL DELAY 
3.4.1 Which patient symptoms alert the carers to the onset of a dementia? 
Carers' were asked at interview "What were the very first signs?" and their responses written 
down verbatim (Appendix 8a) and classified using the Problem Categorisation System 
(Appendix 3). The sample included data from 3 formal carers of patients living in a residential 
home. Figure 6 and Table 5 represent the carers' report of the first signs of dementia and the 
patients' difficulties at referral (i.e. their current difficulties). In an inter-rater reliability check, 
concordance of response categorisation was 92% for the first signs and 90% for the current 
difficulties. 
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Figure 6: Comparison of the carers' reports (formal and informal) of the first signs of 
dementia (n=31) and their report of the patients' current difficulties (n=33) 
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FIRST SIGNS CURRENT DIFFICULTIES 
RESPONSE Frequency Percent of *Percent Frequency Percent of *Percent 
CATEGORY Responses of Cases Responses of cases n=60 N=31 N=118 N=33 
Ranee 1-5 Ranee 1-9 
COGNITIVE 
General 22 37% 64.5% 30 25.0% 88% 
Specific 3 5% 9.7% 10 8.5% 27% 
Neuroloeical 2 3% 6.5% 4 3.4% 12% 
TOTAL 27 45% 74% 44 37% 88% 
BEHAVIOURAL 
Challeneine s 8% 16% 2 1.7% 3% 
General 4 7% 13% 10 8.5% 27% 
TOTAL 9 15% 29% 12 10% 27% 
PSYCHIATRIC 
Mood disturbances 7 12% 19% 23 19.5% 48% 
Psychotic 10 17% 26% 6 5% 18% 
TOTAL 17 28% 42% 29 25% 57.5% 
ACTIVITIES OF 
DAILY LIVING 
Self-care 3 5% 9.7% 21 18% 39% 
Risk to self 2 3% 6.5% 2 2% 6% 
Unable to work 1 2% 3.2% 3 2.5% 9% 
TOTAL 6 9% 16% 26 22% 45% 
CARER 
FACTORS 
Carer-concern 1 1.6% 3.2% 7 5% 19% 
OTHER 7 6% 18% 
Table 5: Comparison of the carers' report of the first signs of dementia (N=31) and their 
report of the patient's current difficulties (N=33): First-time GP referrals only and 
both formal and informal carers 
* Total percent of cases is% of carers giving one or more responses from that whole category 
The two most frequent categories of responses, as the early signs that something was wrong, 
were Cognitive and Psychiatric; ADLs problems were the least frequently reported. It is 
noteworthy that one quarter of the carers (formal and informal) did not report any cognitive 
symptoms as an early sign that something was wrong. 
At the time of referral, cognitive symptoms, such as forgetfulness, were most frequently 
reported, followed by psychiatric symptoms, mainly in the 'mood disturbance' sub-category; 
problems with self- care abilities of AD Ls were also reported in nearly half of the patients. In 
comparison with the first signs, the carers ' report of the patients ' current difficulties (Appendix 
8e) show an increase in all the problem categories except behavioural; the largest increase was 
in ADLs. 
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One interpretation of these results is that cognitive symptoms alone - although recognised by 
many carers at the start of the illness - are not always sufficient to prompt the carer to seek 
medical help, and that the presence of other disturbing symptoms, such as psychiatric ones, or 
the presence of multiple difficulties, might be more important in influencing the carers' decision 
to seek help from the GP. 
3.4.2 What are the carers initial attributions of the early symptoms of dementia? 
Carers were asked about how they understood and responded to the early (dementia) symptoms 
(Appendix 2: CI Section B Q.3). Responses were classified into four categories (Appendix 8b ). 
Frequencies of responses are shown for all carers and also for formal and informal carers 
separately in Table 6, using data from first-time referrals to MHSOP only. 
CARERS' ALL CARERS INFORMAL FORMAL CARERS 
RESPONSE N=30 CARERSN=26 N=4 
Frequency Valid Frequency Valid Frequency Valid 
Percent Percent Percent 
Unsure 13 43% 12 46% 1 25% 
Medical/ 10 33% 10 38% 0 0 
Psychiatric 
A Dementia 6 20% 3 12% 3 75% 
OldA.2e 1 3.3% 1 4% 0% 0% 
Table 6: Carers' initial understanding of patients' problems: 
Using all carers, informal carers' and formal carers' responses for first-time l\111SOP 
referrals. 
The results show that, using data from all the carers, nearly half were uncertain about the 
meaning of the early symptoms and nearly a third attributed them to other medical or 
psychiatric problems. This category included I stroke, I Parkinson's disease and 3 depression 
attributions. Surprisingly few attributed the symptoms to dementia or ageing, but some of the 
'Unsure' responses included reference to the possibility of age-related changes. Separating out 
the carer data, it can be seen that there was more of a tendency for the formal carers to attribute 
the symptoms to dementia than the informal cares but, as there were only very small numbers, 
this cannot be conclusive. 
Overall, the results are suggestive of some Appraisal Delay i.e. the time taken to interpret a 
symptom as a sign of illness, with an indication that formal carers were more likely to attribute 
symptoms to dementia than informal carers. 
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3.5 REFERRAL JOURNEY STAGE 2: THE CARERS' DECISION TO SEEK 
MEDICAL HELP: ILLNESS DELAY 
3.5.1 Do carers delay in reporting the patients' (dementia) symptoms to the GP? 
3.5.1.1 Duration of Problems: Carers' Report 
The carers' estimation of the duration of the patients ' problems prior to MHSOP, elicited either 
during the carer interview (Appendix 2; Section A, Q.1) or at the initial MHSOP assessment is 
shown in Table 7 for all the carers and then for the informal and formal carers separately. 
N Mean Median SD Range Minimum Maximum 
All Carers 33 2.9 2 3.8 14.9 .08 15 
Informal Carers only 28 3.2 2 3.9 14.9 .08 15 
Formal Carers 5 1.5 1 1.6 3.9 .10 4 
Table 7: Carers' Report of Duration of Problems in Years 
10 .-----------------------------
8 
6 
4 
Carers' Report of Problem Time in Years 
Figure 7: Time to MHSOP referral (n=33): All carers and First-time MHSOP referrals 
only 
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Figure 7 illustrates that there is considerable variability in problem duration prior to the first 
referral to MHSOP; 57% of carers (n=33) had been aware that there was a problem for two or 
more years before referral. 
The time to the first MHSOP referral was compared for GPs and carers (including formal 
carers) using a Wilcoxon matched-pairs test; for the carers this was defined as the time from 
when they reported noticing the first symptoms to MHSOP referral and, for the GPs, it was the 
length of time they had suspected a dementia prior to referral - as reported in the telephone 
interview (see section 3.7.3). The results showed that carers (informal and formal) were aware 
of the patients' problems significantly longer than the GPs were (N=27, Z=-.2.67, 2-tailed 
p=.007). This result was also replicated when just the informal carers' data were used (N =22, 
Z= -2.14, two-tailed p=.033). 
Further evidence of the carers' delay in reporting the patient' s problems to the GP comes from 
their responses to the question 'When did you or your relative first discuss the problems with 
the GP? '. These were categorised at the time of the interview under the headings shown in 
Table 8, which were used as interview prompts; the results are reported separately for all the 
carers, the informal carers and formal carers of first-time MHSOP referrals. 
Point At Which Carer All First-time Informal carers only Formal carers only 
First Discussed Referrals: 
Dementia Symptoms 
With The GP 
Frequency Valid Frequency Valid Frequency Valid 
N=29 Percent N=26 Percent N=3 Percent 
1. As soon as a change 12 41.4% 10 38.5% 2 66.7% 
was noticeable 
2. At the next GP 1 3.4% 1 3.8% 0 0% 
appointment for a 
different problem 
3. After symptoms 14 58.3% 13 50% 1 33.3% 
had been present for 
a certain length of 
time 
4. After the problems 2 6.9% 2 7.7% 0 0% 
had become 
unbearable 
Table 8: Illness Delay: When carers sought help from the GP. 
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The results show that although more than a third of carers reported the problems as soon as a 
change was noticeable, there is a general tendency to delay seeking help until the symptoms 
have been present for a certain length of time. 12 of the 16 carers (formal and informal in 
categories 3 and 4 in the first section of the table) were able to estimate the length of time they 
waited before consulting the GP, i.e. the average length of delay was 2.07 years with a range of 
1 week to 7 years and SD= 2.05 years. Two years is also the most :frequently reported duration 
of patient problems prior to MHSOP referral as reported by the carers (Figure 7), which 
suggests that this is a critical time for many carers. 
3.5.2 'fflness Delay': why do some carers delay in reporting the patients' (dementia) 
symptoms to the GP? 
The informal carers' reasons for delaying in seeking medical help, once they realised something 
was wrong (Appendix 8c) were categorised as shown in Table 9. Inter-rater reliability on the 
response classification reached concordance of 100%. 
CATEGORY FREQUENCY PERCENT 
N=18 
Unsure if there was a problem 5 27% 
Copinwdid not need any help 5 27% 
GP would not listen 3 17% 
No reason recalled 2 11% 
Tried to deny problem existed 1 6% 
Patient refused to 20 'to GP 1 6% 
Another relative dealin2 with it 1 6% 
TABLE 9: Informal Carers' reasons for 'fflness Delay' 
Five carers (27%) acknowledged that it was uncertainty about whether there was really a 
problem that delayed them - which could be considered as still part of the Appraisal Delay but 
may also reflect a reluctance to acknowledge the seriousness of the condition or a difficulty in 
knowing whether the patient was sick enough to take to the GP. Five carers (27%) felt they 
were coping, and therefore did not need to seek help, suggesting that they preferred not to 
engage with formal services unless their own resources were exhausted. 
Three carers mentioned that they had tried to discuss the problem previously but felt that the 
GP would not listen or did not take the symptoms seriously; in addition, similar problems with 
the GPs were reported by two other carers who reported the symptoms immediately to the GP 
149 
(patients 29 and 33; Appendix 8c). This suggests that, in some cases, delay in obtaining a 
referral to MHSOP may reflect GP rather than carer decision-making. 
3.5.3 Carer's Report of GP's Initial Management 
The carers were asked at interview, "What did your GP first do when you/your relative first 
reported the problem." (Appendix 2, Section C, Q. 7). There were data from 33 carers 
(formal and informal) who gave a total number of responses of 43 (Table 10). An inter-rater 
reliability check showed agreement in classifying the responses was 100%. 
The results demonstrate the variability in the GP,S' initial management of patients with a 
dementia, with 36% of carers indicating immediate referral to MHSOP and a further 18% of 
carers reporting referral to other hospital specialists - including Geriatricians and Neurologists. 
Three (9%) reported that no action was taken and three (9%) said they were just given a 
possible diagnosis or listened to. 
This suggests that GPs refer about one half of new referrals, when there is a carer present, to 
secondary care. Overall, however, carers appeared satisfied with the GPs' response as 22 
(77%) rated the GPs' initial explanation of what was wrong as either 'good' or 'very good' 
(Appendix 2, Section C, Q.8). 
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CARER'S REPORT OF GP'S INITIAL % % 
REACTION TO PROBLEMS FREQUENCY RESPONSES CASES N=43 N=JJ 
ASSESSMENT 
Did some tests (not specified) 3 7% 9% 
Did blood tests 1 2% 3% 
Assessed neurologically 1 2% 3% 
Sent for an X-ray 1 2% 3% 
Total 6 14% 19% 
DIAGNOSIS/EXPLANATION ONLY 
Told probably dementia 1 2% 3% 
Told memory going 1 2% 3% 
Told a normal part of ageing 1 2% 3% 
Total 3 7% 9% 
INTERVENTION 
Medication (given or changed) 5 12% 15% 
Placed in residential care 1 2% 3% 
Total 6 14% 18% 
REFERRED ON 
MHSOP 12 28% 36% 
CPN 3 7% 9% 
Neurologist 3 7% 9% 
Geriatrician 2 5% 6% 
Other medical specialist 1 2% 3% 
Speech therapist 1 2% 3% 
Counsellor 1 2% 3% 
Social Services l 2% 3% 
Health Visitor 1 2% 3% 
Total 25 58% 49% 
OTHER 
Just listened 1 2% 3% 
Nothing 2 5% 6% 
Total 3 7% 9% 
TABLE 10: Carers' reports (formal and informal) of what the GPs did when the 
problems associated with a dementia were first reported. 
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3.5.4 Relationship between Carer Stress and Patient Problems 
Previous findings have shown that the carers reported more patient problems at the point when 
the GP referred the patient to MHSOP compared to the time when they (the carers) first 
realised that something was wrong (section 3.4.1). As the results suggested that the patients' 
cognitive difficulties alone were not always sufficient to prompt the carers to report the 
patients' problems to the GPs, it was considered possible that other factors, such as carer 
stress, might be implicated. In order to explore the relationship between carer stress and patient 
problems, Spearman Rank Correlation Coefficients were calculated; Carer stress was defined 
by the informal carers' self-ratings of caregiver stress at interview, and the patients' problems 
defined by their scores on each of the sub-scales of the BRS, as rated by the informal carers 
(Table 11). 
Physical Apathy Communication Social 
Disability Difficulties Disturbance 
(Score range (Score range 0- (Score range 0-4) (Score range 0-10) 
0-12) 10) 
Mean score (SD) 4.9 (2.6) 4.3 (2.5) .95 (1.0) 2.3 (1.9) 
(Grade of impairment of average score 
is shown in brackets) (Moderate) (Moderate) (Marked) (Moderate) 
Spearman Rank Correlation .2989 .5033 .3563 .3917 
Coefficients (2-tailed) with p=.177 p=.017 p=.104 p=.071 
Carer Stress (N=24) 
TABLE 11: Informal carer stress and patient BRS sub-scale scores 
A significant correlation was found only between informal carer stress and the Apathy sub-
scale (p<. 05) - although the correlation with the Social Disturbance sub-scale was approaching 
significance. 
The Apathy sub-scale contains five questions relating to the patients' abilities to help out in the 
home, keep themselves occupied, leave home without supervision, general cooperativeness and 
ability to socialise. The Social Disturbance sub-scale consisted of 5 questions covering both 
psychiatric and behavioural symptoms i.e. how objectionable the patient was to others during 
the day or night, hoarding behaviour, suspicious/paranoid behaviour and sleep pattern. If the 
Apathy subscale is considered to be an indication of psychiatric symptoms (e.g. mood 
disturbance) and associated behavioural problems ( e.g. uncooperativeness) then this finding 
supports the prediction that the carers find psychiatric and behavioural problems in their 
relative the most disturbing aspects of the dementia to cope with. 
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3.5.5 Utilisation Delay 
Service utilisation can be taken to mean both actually seeing the GPs and also accepting the 
services/interventions that are available- including referral to MHSOP. In section 3.53 the 
carers' report on the GPs' initial management showed only one third reported that the patients 
were referred to MHSOP straight away. This suggests some Utilisation delay in MHSOP 
referral was due to the GPs' management strategy. In addition, three informal carers reported 
that an earlier request for referral to MHSOP had been refused. 
Nobody had changed GPs through dissatisfaction with the service they received or for the GPs' 
refusal to refer on to specialist services. Overall, informal carers (n=29) appeared satisfied with 
their GPs'- as 21 (72%) rated them as 'very sympathetic' (Appendix 2, CI Section C, Q. 9). 
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3.6 THE REFERRAL JOURNEY STAGES 2 Al.""1) 3: THE GPS' DETECTION AND 
MANAGEMENT OF PATIENTS WITH A DEMENTIA 
3.6.1 How do GPs first become aware of patients with problems associated with the 
onset of a dementia? 
To ascertain how GPs first became aware of patients with problems associated with dementia, 
several data sources were used i.e. the formal and informal carers (n=33) were asked during the 
interview how the GP first became aware of the patients' difficulties and their responses 
categorised at the time (Appendix 2, Section C, Q.2;), then, for patients without carer data, the 
GPs' answers in the Telephone Interview and their referral letters (Appendix 9 and 10) were 
inspected for any reference as to how they first became aware of dementia symptoms in their 
patients (Figure 8). This was done because, in order to keep the telephone interview as brief as 
possible, GPs were not directly asked how they became aware of the patients with dementia 
symptoms. Inter-rater reliability on response classification reached a concordance of 93%. 
Oher Professional 7 
Formal carer -
Figure 8: How GPs first became aware of patients with problems associated with dementia 
(N=41) 
154 
The results imply that although GPs were responsible for detecting 20% of the patients with 
problems associated with the onset of a dementia (and who were eventually referred to 
MHSOP), the majority of the patients were brought to the GPs' attention by the carers, 
especially informal carers; patients themselves rarely report their dementia symptoms. 
3.6.2 Which patient symptoms act as diagnostic triggers for the GPs? 
The GPs' responses (Appendix 9) in the telephone interview to, "Which symptoms first 
alerted you to the possibility of a dementia?" were used as an indication of diagnostic 
triggers; using data from just the first-time referrals to MHSOP, the responses were categorised 
(Appendix 3) and shown in Table 12. Inter-rater reliability on the categorisation of the 
responses reached 91 % concordance. 
As with the carers, the GPs most frequently reported symptom category was Cognitive; 
behavioural problems, mainly challenging behaviours were significant in about a quarter of 
patients. Poor ADLs did not feature as strongly as a diagnostic indicator as expected; GPs 
tended to rely on general cognitive impairment as the main diagnostic trigger with only 6 (7%) 
of the responses (n=93) referring to more specific neuropsychological signs (e.g. aphasia). 
155 
•. 
DIAGNOSTIC TRIGGERS REFERRAL TRIGGERS 
Percent Percent Percent Percent 
RESPONSE Count Responses Cases Count Responses Cases 
CATEGORY N=93 N=37 N=105 n=40 
Ran2e 1-5 Ran2e 1-9 
COGNITIVE 
General 51 55% 88% 24 23% 45% 
Specific 6 7% 14% 2 2% 5% 
Neurological 0 0% 0% 0 0% 0% 
TOTAL 57 61% 93% 26 25% 40% 
BEHAVIOURAL 
Challenging 8 9% 16% 13 12% 28% 
General 3 3% 7% 6 6% 15% 
TOTAL 11 12% 23% 19 18% 40% 
PSYCHIATRIC 
Mood disturbances 4 4% 7% 6 6% 15% 
Psychotic 2 2% 5% 4 4% 8% 
TOTAL 6 6% 12% 10 10% 23% 
ACTIVITIES OF 
DAILY LIVING 
Self-care 8 9% 16% 8 8% 15% 
Risk to self 1 1% 2% 8 8% 18% 
Unable to work 0 0% 0% 1 1% 2.5% 
TOTAL 9 10% 16% 17 17% 28% 
CARER 
FACTORS 
Carer-concern 5 5% 12% 9 9% 23% 
Carer-not coping 3 3% 5% 14 13% 30% 
TOTAL 8 9% 16% 23 22% 53% 
OTHER 
Medical 0 0% 0% 1 1% 2.5% 
Legal 0 0% 0% 1 1% 2.5% 
Placement 0 0% 0% 1 1% 2.5% 
Other 2 2% 5% 7 7% 12.5% 
TOTAL 2 2% 5% 10 10% 17.5% 
Table 12: GPs' Report of first signs of dementia and clinical features that prompted 
referral to MHSOP 
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3.7 THE REFERRAL JOURNEY STAGES 4-5: THE GPS' MANAGElVlENT OF 
PATIENTS WITH A DElVlENTIA AND THEIR UTILISATION OF MHSOP 
3.7.1 Description of GP Practices 
Eight of the thirteen practices in the geographical location of the study sector provided 
information about their practice (Table 13) and one practice sent back some data anonymously. 
From these, the average number of patients over 65 registered per practice in the area was 
estimated to be 1226 (SD=472). 
The ratio of actual to expected referrals in each practice involved in the study was calculated -
using national incidence figures to estimate the expected referral rates (Table 13). If Practice 4 
is excluded (which bordered on the area served by another Trust and may have referred to them 
instead), the average rate of referral to MHSOP was one out of an expected seven new cases of 
dementia. This may be an overestimate if the practices without data are representative of 
practices that refer less and if the GPs are referring patients that are not strictly new cases to 
them, although they may be first-time referrals to MHSOP. The results can be interpreted to 
. mean that either the GPs' detection rates for dementia are very low or they are selective in 
referring patients to MHSOP. 
Practice No. Patients No of Patients Noof No referred Estimated no. Ratio of 
No. Registered over65 GPs of new cases people 
using annual referred to 
incident rate of expected 
3% 
1 10,508 1,954 6 8 59 1:7 
2 8,025 1,619 5 5 49 1:10 
3 6,200 1,166 8 12 35 1:3 
4 7,801 1,284 5 0 39 0 
5 6,303 1,140 3 10 34 1:3 
6 1,158 325 1 2 10 1:5 
7 5,713 1,602 3 4 48 1:12 
8 Missing Missing 5 5 
9 Missing Missing 2 3 
10 6,305 975 4 4 29 1:7 
11 Joined Practice 2 1 
12 Missing Missing 2 1 
13 Missing Missing 1 1 
Table 13: Description of GP Practices 
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3. 7.2 GP Referral Patterns 
The 56 direct GP referrals came from 12 out of a possible 13 practices in the area, with 
Practice 4 referring to the adjoining Health Trust. The mean number of referrals from the 
practices was 4, with a range of O to 12. In total, there were 29 different GPs who referred 
between 1 and 6 patients each. Approximately 16 out of 45 GPs (or, excluding Practice 4, 
11/40) made no referrals during the year to MHSOP. The most frequent referral patterns were 
some GPs making one or two referrals a year and some making none. 
3.7.3 The length of time the GPs suspected a dementia before MHSOP referral 
The GPs' responses to the question " When did you first suspect that the client might be 
dementing"' were used to estimate the length of time the GPs suspected the patient might have 
a dementia before referring to MHSOP (Figure 9). The mean duration was 1.2 years with SD 
of 1.4 years. 
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Figure 9: Length of Time GP Suspects a Dementia Before Referral 
(N=39). 
The results show that the length of time GPs suspected a dementia prior to referral was very 
variable; 21 (54%) patients (n=39) were referred within the first six months of suspecting 
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dementia but 18 ( 46%) were not referred for anything up to five years after this. This again 
suggests that GPs do not automatically refer everyone they suspect has a dementia immediately 
to MHSOP but operate some selection criteria as to whom and at what point they refer on. 
3.7.4 SEVERITY OF SYMPTOMS AT REFERRAL 
3. 7.4.1 MHSOP's Clinician's Problem Severity Ratings 
Information about the severity and nature of the problems at referral was obtained from the 
standardised tests (Table 4) and the MHSOP clinician's ratings, summarised together with the 
carers' self-ratings of stress on the Severity Rating Form (SRF, Appendix 1). The liaison nurse, 
who did a p.ome visit prior to the consultant psychiatrist's assessment at the outpatient clinic, 
did the majority of the ratings for routine referrals; the psychiatrist then checked the ratings 
after his assessment and negotiated any alterations. The psychiatrist did the ratings on his own 
mainly for patients that the GPs asked to be seen on a domiciliary visit (DV). Table 14 shows 
mean severity ratings that are also illustrated in Figure 10. 
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Problem Clinicians' Severity Ratings 
CatC2ory 
None A little Moderate Very Much Extreme 
Cognitive 
All patients 0 8 20 12 2 
(N=42) 19% 48% 29% 5% 
Patients with 0 8 15 9 1 
Informal Carers 24% 46% 27% 3% 
Patients with 0 0 3 2 1 
Formal Carers 50% 33% 17% 
(N=6) 
Behavioural 
All patients 20 14 7 1 0 
(N=42) 48% 33% 17% 2% 
Patients with 16 12 5 0 0 
Informal Carers 48% 36% 15% 
(N=33) 
Patients with 2 2 1 1 0 
Formal Carers 33% 33% 17% 17% 
(N=6) 
Psychiatric 
All patients 11 9 13 7 0 
N=42 28% 23% 33% 14% 
Patients with 9 7 9 6 0 
Informal Carers 29% 23% 29% 19% 
(N=31) 
Patients with 2 0 3 1 0 
Formal Carers 33% 50% 17% 
(N=6) 
ADLs 
All patients 8 13 19 8 3 
N=42 19% 31% 23% 19% 7% 
Patients with 7 11 8 5 2 
Informal Carers 21% 33% 24% 15% 6% 
(N=33) 
Patients with 0 2 1 2 1 
Formal Carers 33 17% 33% 17% (N=6) 
Informal 6 1 10 4 4 
Carers Self 24% 4% 40% 16% 16% 
ratings of 
Stress (N=25) 
Table 14: MIISOP clinicians' severity ratings of the patients' problems and informal 
carers' self-ratings of stress: First-time referrals only 
If the MHSOP's clinician' s ratings of cognitive impairment is taken as an indication of the 
stage of dementia, then less than one fifth (19%) of those referred, and on whom data were 
available (n=42), were in the early stages; 34 (81 %) had at least moderate impairment when 
first referred to MHSOP. 
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Psychiatric symptoms were rated as Moderate or Very Severe in 20 ( 4 7%) of the patients 
(n=40) and were present to some extent in a further 9 (23%). The degree of assistance required 
to carry out AD Ls was clearly very high, with only 8(19%) being rated as independent. 
Behavioural problems do not seem to be a prominent feature but may have been more difficult 
to assess at interview than other symptoms, especially if there was no informant present. The 
informal carers' self-ratings of care-giving stress demonstrated that 18 (71 %) of those 
interviewed (n=25) found caring for their relative moderately to extremely stressful. This is 
likely to be an underestimate, as the most distressed carers were not interviewed. 
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Figure 10: Mean MHSOP Clinicians' Patient Problem Severity Ratings and the Carers' 
Self -ratings of Stress of Care-giving: First-time Referrals to MHSOP 
All referrals (Informal carer data): Values ofN: Cognitive= 42 (33), Behavioural= 42 (33), Psychiatric= 40 
(31 ), ADLs = 42 (33), Carer stress =25 (25). Formal carers: N=6 
N.B. Only informal carers were asked for stress ratings, which is why the mean rating for all patients is the same 
as that of informal carers only. 
The mean severity rating for all first-time MHSOP referrals and just those with informal carers 
appear very similar; patients with formal carers tend to have a higher degree of cognitive 
impairment, have more behavioural problems and need more help with ADLs. Cognitive 
functioning appears to be the most severely impaired of all the problem domains for all the 
patient sub-groups, closely followed by carer stress for the patients with informal carers and 
ADLs for those with formal carers. 
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The relationship between these different problem domains in the informal carer sub-group was 
explored using Spearman Rank Correlations Coefficients (Table 15). 
SPEARMAN RANK CORRELATION COEFFICIENTS 
Behavioural Psychiatric ADLs Carer Stress 
Cognitive .0784 -.1005 .4382 .2259 
(n=33) (n=31) (n=23) (n=23) 
p=.664 p=.590 p=.011 p=.300 
Behavioural .5419 .1966 .1403 
n=31 n=33 n=23 
p=.002 p=.273 p=.523 
Psychiatric .2114 .0043 
n=31 n=21 
p=.254 p=.985 
ADLs .0309 
n=23 
p=.889 
Table 15: Correlations between problem domains: First time referrals and informal carers 
only. 
Table 14 shows that there is a significant correlation between the MHSOP's clinicians' ratings 
of psychiatric and behavioural symptoms and also between their ratings of AD Ls and cognitive 
abilities. There were no significant correlations between the carers' ratings of stress and patient 
problems. 
3.7.5 WHY DO GPs REFER TO MHSOP? 
The GPs' verbatim responses (Appendix 9) to the question "Which are the clinical features 
that prompted you to refer to MHSOP?" were categorised using the Problem Classification 
System (Appendix 3) and used as an indication of referral triggers (Table 5 and Diagram 10). 
Categorisation of these responses was checked independently and inter-rater reliability was 
found to be 96%. 
Carer factors were the most frequently cited clinical feature that prompted referral to MHSOP 
for the first time, followed by cognitive problems, behavioural problems and disturbances of 
ADLs. Psychiatric symptoms appeared to be less influential as referral triggers - but may 
possibly have influenced to which hospital specialty the GPs referred to (i.e. psychiatry as 
opposed to geriatrics or neurology). 
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Figure 11: Comparison of GP diagnostic triggers (N=37) and referral triggers (N=40) for 
all first time referrals to MHSOP 
3. 7 .6 What role do carers have in the decision to refer to MHSOP? 
The informal carers (n=29) reported (Appendix 2, CI Q.10,) that referral to MHSOP was 
initiated by the G Ps for 25 (86%) of the patients, by a Geriatrician for 3 ( 10%) and only on one 
occasion (3%) did the carer suggest it him/herself. Therefore, although the carers are central to 
alerting the GPs to the possibility of a dementia, GPs appear to take the lead in how to manage 
the illness in terms of whether or not to refer on to MHSOP. 
To explore further the reasons for referral, the carers were asked both what they thought the 
GPs' reasons for referral were and also what they expected to obtain from referral to MHSOP 
(Appendix 2,CI Section C Q. l & 14). Carers' responses were categorised at the time of the 
interview as shown in Table 16. 
Reason GP Referred 
'Investigate the problem further' 
'Organise in-patient admission' 
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First-time to 
MHSOP: Informal 
=26 
First-time to 
MHSOP: Formal 
carers =4 
3 75% 
Re-referral to 
MHSOP 
Table 16: Why Carers thought the GP had referred the patient to MHSOP. 
None of the carers thought that the GP's reason for referral to MHSOP was to obtain day 
services for their relative or for community support to be organised - although these services 
were later offered to some of them. 
The carers' expectations of referral to MHSOP (Appendix 8f) (including formal carers) were 
categorised as shown in Table 17. Inter-rater reliability on the categorisations of the responses 
reached 89% concordance. As some carers cited more than one reason for referral, there are 
more responses than carers; the percentages shown are the percentages of the number of 
responses. 
First-time First-time Re-referrals 
CATEGORY OF RESPONSE MHSOP MHSOP N=4 
Informal Carers Formal Carers 
N=28 N=3 
Resoonses =37 Responses=3 Responses= 5 
Treatment of Patient Difficulties 12 1 
32% 33% 
Information/ Advice/counselling for 8 2 1 
carer to help them cope with oatient 22% 67% 20% 
Diagnosis 7 1 
19% 20% 
Access to NHS facilities -day 5 2 
hospital, inpatient ward 13% 40% 
Placement in a Residential Home 1 1 
3% 20% 
Expect Nothing 2 
5% 
Other 2 
5% 
Table 17: Carer's Expectations of Referral to MHSOP 
Table 17 shows that the most frequent response was some kind of treatment for the patient; 
33% of all first-time referrals responses mentioned this. The next highest frequency category of 
response was information/support for the carers on how to manage the patient's presenting 
difficulties; this was particularly relevant for the formal carers. Diagnosis was important for 
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7(25%) of informal carers, which suggests that they did not know what was wrong but that they 
did want to be informed. Those being re-referred wanted access to NHS facilities or placement 
in a home, one wanted advice and one wanted further information about diagnosis; none of 
these wanted treatment for the patient's condition. 
3.7.7 To what extent do GPs use MIISOP as a diagnostic service? 
The extent to which diagnosis was a reason for GPs' referral to MHSOP was examined by 
doing a content analysis of both the referral letters (Appendix 10) and the GP telephone 
interview responses (Appendix 9) and classifying them as described in Appendix 11. An inter-
rater reliability check showed concordance on classifying the responses in 83 % of the 
responses. 
CatC2ory Count Valid% 
1. Diagnosis of dementia suspected by GP but 25 45% 
clarification secondary to other problems 
2. Dia2nosis of dementia assumed by GP 11 20% 
3. Dirumosis central reason for referral 9 16% 
4. Dirumosis of dementia already established s 9% 
5. Dementia not suspected by GP 4 7% 
Table 18: Diagnosis as GPs Reason for Referral (n=S4) 
The results shown in Table 18 indicate that the reason for referral to MHSOP was rarely to 
make a diagnosis of dementia; this was a central issue in only 9 (16%) of the referrals. 
Although no specific hypotheses were made relating to diagnosis as a reason for referral and 
time to MHSOP referral, an exploratory analysis was carried out to see whether interest in 
diagnosis was associated with an early referral. 
A bivariate variable was constructed by splitting the data into those patients that had diagnosis 
as a main or secondary reason for referral (Categories 1 and 3 in Table 18) and those that 
either had the diagnosis established or assumed (categories 2 and 4 in Table 18). Those GPs 
who did not specifically state they suspected dementia ( even though they may have done) were 
not included in the analysis. A Mann-Whitney U test was then carried out and no significant 
differences were found (N=38, U=132.5, W=257.5, Z= -.7395, 2-tailed p=. 4596). The results 
therefore showed that there was no difference between those that were referred for diagnostic 
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reasons and those were not - in terms of the length of time from the GPs' initially suspicion of a 
dementia to MHSOP referral. 
3. 7.8 To what extent do GPs use MHSOP as a crisis intervention service? 
A content analysis of the GP referral letters to determine whether the referral was made in a 
crisis and, if so what kind of crisis, was abandoned as the inter-rater reliability was too low. 
The GPs' definition of whether the referral was "urgent" or "routine" and the referral outcome 
(i.e. requiring hospital admission) was therefore used to give some indication of whether the 
referral was a crisis or not. 
Direct GP Referrals Secondary Referrals 
Urgency of Referral 
Ure;ent 12 (21%) 8 (89%) 
Routine 44 (79%) 1 (11%) 
Referral Outcome 
No admission offered 32 (58%) 
In-Patient admission 9(16%) Medical ward 8 (89%) 
4 (44%) of which transferred to a 
psychiatric bed 
Day hospital admission 9(16%) 
In-patient admission refused 1 (2%) 
Day hospital admission 3(6%) 
refused 
Refused any assessment 1(2%) 
Table 19: Summary of Urgency of Referral and Referral Outcome 
Table 19 shows that 12 of the 56 direct referrals and 8 of the 9 secondary referrals were 
defined as 'urgent' - totalling 20 (31 % ) of all MHSOP referrals; 10 patients were assessed by 
the psychiatrist as needing in-patient admission and all nine secondary referrals were admitted -
totalling 19 (29%). See examples in referral letters e.g. Patients 18, 46, and 47 (Appendix 10). 
Approximately one third of all referrals to MHSOP were therefore made when the situation had 
become urgent. The clinical impression that prompted this study that referrals are often made 
when a crisis has been reached in their management is therefore supported by these data. 
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4. RESULTS PART 2 
4.1 ANALYSIS 
This part of the Results will report the hypothesis testing and related exploratory analysis. 
Preliminary analyses of the data with variables required for the hypotheses testing revealed that 
they did not meet the criteria for parametric statistical analysis i.e. an explorative boxplot and 
an examination of the skewness and kurtosis of the data suggested that they were not normally 
distributed. Non-parametric statistics were therefore chosen for the main hypotheses testing. 
4.2 HYPOTHESIS 1 
Hypothesis 1 predicted that informal carers making pathological attributions about the patients' 
initial symptoms will report them to the GP sooner and be referred to MHSOP more quickly, 
than those making non-pathological attributions, such as ageing. 
A bivariate variable was created by amalgamating the four categories of the informal carers' 
attributions of the patients' initial symptoms as follows: 
• 'Pathological' category: 'Other medical/psychiatric problems' and 'Dementia' attribution 
categories, 
• 'Non-Pathological' category: 'Unsure' and 'Old age' attribution categories. 
The time taken to report these problems to the GPs was converted into a binary variable as 
follows: 
• 'No/little Delay Group': Carers who had either 'reported the problems immediately' and 
those who had 'reported them at the next appointment with the GP', 
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• 'Some/Long Delay Group': Carers that reported the problem 'after a certain length of 
time' and those that waited 'until they could no longer cope'. 
A Mann-Whitney U test showed a non-significant trend towards those informal carers making 
pathological attributions reporting the problems to the GP sooner than those making non-
pathological attributions. (N=26; U=52; W=208; Z=-1.946; 2-tailed p=. 0516) 
A similar analysis was repeated between the pathological and non-pathological symptom 
attributions and the overall time to MHSOP referral; this was defined as the time from when the 
carers first noticed symptoms to the date of the MHSOP referral. No significant results were 
found (N=26; U=80; W=l80; Z=-.2331; 2-tailed p= .8157) showing that the informal carers 
making some kind of illness attribution did not differ in the overall time to MHSOP referral 
from those who were unsure about the meaning of the early symptoms or attributed them to old 
age. 
In summary, there is a non-significant tendency for the informal carers' initial attribution of the 
patient symptoms to be associated with the time taken to report these symptoms to the GP but 
no association between the former and the overall time from the carers' estimation of the onset 
of the illness to MHSOP referral. 
4.3 HYPOTHESIS 2 
Hypothesis 2 predicted that severe psychiatric symptoms and behavioural problems would be 
associated with a shorter time to MHSOP referral, and severe cognitive symptoms and 
Activities of Daily Living (ADLs) problems would be associated with a longer time to referral. 
Spearman Rank Correlations Coefficients were calculated between the MHSOP clinician's 
ratings of problem severity in each major problem domain and the time from when the informal 
carers reported first noticing signs that something was wrong to the first MHSOP referral. The 
results are shown in Table 20. 
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Problem Type N Spearman's Rank Significance 
Correlation 
Coefficients 
Co2nitive 25 +.3716 p=. 034 
Behavioural 25 -.1064 p=.306 
Psychiatric 23 -.3677 p=.042 
ADLs 25 +. 1325 p. 264 
Table 20: Relationship Between Problem Severity and the Time to MHSOP Referral; 
First-time Referrals only 
These findings are consistent with Hypothesis 2 (Section 1.11) in so far as the severity of the 
psychiatric symptoms was associated with a shorter time to MHSOP referral (from the 
informal carers' report of the onset of the symptoms), and the severity of cognitive symptoms 
associated with a longer time. The findings were not, however, consistent with the predictions 
from Hypothesis 2 in that the severity of behavioural problems and AD Ls were not associated 
with the overall time to MHSOP referral (from the informal carers' report of the onset of the 
symptoms). 
4.4 HYPOTHESIS 3 
Hypothesis 3 predicted that the severity and nature of the patient symptoms would be 
associated with the length of time the GPs suspected a dementia before MHSOP referral. 
Using patients with informal carers only, Spearman Rank Correlation Coefficients were 
calculated to examine the relationship between the nature and severity of the patient problems, 
as rated by the MHSOP clinicians, and the time the GPs suspected a dementia prior to referral. 
See Table 21. 
Problem Type N Spearman's Significance 
Correlation (1 tail) 
Coefficient 
Co2nitive 26 -.0527 p=.399 
Behavioural 26 +.2406 p=. 118 
Psychiatric 24 -.0063 p=.488 
ADLs 26 +.1002 p=. 313 
Table 21: Relationship between problem severity and the length of time the GPs suspected 
a dementia prior to the first referral to MHSOP for patients with informal carers 
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No evidence of an association was found between any of the patient problem severity ratings 
and the length of time the GP suspected a dementia prior to the first MHSOP referral for those 
patients with an informal carer; Hypothesis 3 is therefore rejected. 
The analysis was repeated using data from all carers, including formal carers, but again, no 
significant correlations were found between the nature and severity of the problems and the 
length of time the GP suspected a dementia prior to the first MHSOP referral. 
4.4.1 GPs' Report of the Carers' Ability to Cope and the Time to Referral 
Part I of the results has already shown that carers concerns have an influential role in the GPs' 
reasons for MHSOP referral. This was explored further by doing a content analysis_ of both the 
referral letters and the GPs' responses to the telephone interview (Appendix 9 and 10). Every 
relevant response in these was categorised as described in Appendix 12 and the results 
summarised in Table 22. Inter-rater reliability of the response classification was 83%. 
CATEGORY COUNT VALID 
N=55 % 
Resident carer not coping 14 26% 
Resident relative/friend concerned /prompted referral 11 20% 
Carer not mentioned 7 13% 
Non-resident relative/friend concerned /prompted referral 7 13% 
Formal care staff in a home concerned/ problems coping 6 11% 
Formal community care staff concerned or not coping 5 9% 
Carer involved but coping or ability to cope not mentioned 5 9% 
Table 22: Carers' Influence in Prompting Referral 
One advantage of using these data, rather than the carers' self-report at interview, is that 
carers that were too distressed to be interviewed could also be included in this analysis. The 
results demonstrate that the carers' concerns or ability to cope were mentioned by GPs referring 
to MHSOP in 78% of cases. 
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Using the data only from patients where an informal carer had been identified ( though not 
necessarily interviewed) and at the first point of contact with MHSOP, the classification of 
carer factors as a reason for referral shown in Table 22 was simplified by splitting them into 
three groups: 
A. Carers were either not mentioned in the referral letter ( of these 3 patients were living with 
their spouse and 1 living alone supported by a friend) or reported to be 'coping', 
B. Carers 'not coping', 
C. Carers 'expressing concern'. 
A Kruskal-Wallis non-parametric Analysis of Variance was carried out to explore the 
relationship between these carer factors and the length of time the GP suspected dementia 
before referral (Table 23). A Mann- Whitney U test was used to compare the differences 
between each of the three groups and the results shown in Table 24. 
I.Carers 2.Carers 3.Carernot Chi DF p 
coping/not concerned coping 
mentioned N=14 N=8 
N=6 
Length of time Mean 6.33 16.04 17.94 7.89 2 .019 
GP suspects 
dementia in 
rank 
Years 
Mean .22 1.40 1.80 
(SD) (.18) (1.30) (1.70) 
Median .17 1.00 .88 
Table 23: Informal carer factors as a reason for referral with length of time the GP 
suspected a dementia prior to the first MHSOP referral 
u w z 2-tailed p 
A. Groups 1 &2 13.5 34.5 -2.35 .019 
B. Groups 1 & 3 3.5 24.5 -2.66 .008 
C. Groups 2 & 3 49.0 99.0 -0.48 .632 
Table 24: Comparison of Carers Groups from Table 23 
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The analysis suggests that GPs' delay in referral to MHSOP was longest for those patients with 
informal carers who had reached crisis point or were expressing concern than those that were 
not mentioned or considered to be coping; there was no significant difference in the length of 
time the GPs suspected a dementia prior to the first MHSOP referral for those informal carers 
'concerned' and those 'not coping', although the mean time to referral was slightly shorter for 
the former. 
This may mean that the GPs do not refer patients with an identified carer until the carer 
indicates that that they are having difficulties or can no longer cope - which is likely to 
happen later in the illness. The decision to refer patients at an earlier point in time, when 
the carers were not mentioned or coping, may indicate' there were other more important 
patient factors than the carers' concerns which prompted these referrals, or may 
represent the sub-group of patients whose GPs tended to refer for diagnostic assessment. 
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5. DISCUSSION OF RESULTS 
5.1 OVERVIEW 
The results of the study will first be summarised and some of the methodological weaknesses 
addressed. The main findings will then be discussed in more detail and finally, the implications 
these have for service development and future research will be considered. 
5.2 SUMMARY OF MAIN FINDINGS 
This study has developed a theoretical framework 'The Referral Journey', that has proved 
useful in carrying out the aim of this project, which was to evaluate the role of key patient, 
carer and GP factors that influenced the referral of patients with a dementia or a suspected 
dementia to MHSOP. 
Safer's Three Stage Model of Delay (Safer et al, 1979) was found to be particularly useful in 
exploring the first stages of this journey, when the early symptoms associated with dementia are 
detected and the patients and/or their families have to decide whether or not to seek medical 
help. An interesting finding is that the illness behaviours, normally only attributed to the 
patients seeking medical help, can usefully be applied to the carers of people with dementia 
symptoms. 
The main findings of this study were: 
• There was a non-significant association between the informal carers' attributions of the 
patients' early symptoms of the dementia and the time taken for them to report these 
symptoµis to the GP; informal carers making pathological attributions of their relatives' 
early symptoms tended to report them to the GP more quickly than those who attributed these 
symptoms to old age or who were unsure of their significance. There was no association 
between the informal carers' attribution of early symptoms and the time from the onset of the 
patients' problems, as reported by the carers, to MHSOP referral. 
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• The severity of the patients' psychiatric problems were associated with a shorter time to 
MHSOP referral and the severity of cognitive impairments with a longer time - when the time 
to MHSOP referral is defined as the time from when the informal carers first noticed 
something was wrong to the point of referral. 
• There was no association between the severity and the nature ( e.g. cognitive, behavioural 
etc.) of the patients' problems and the length of time that the GPs suspected a dementia 
before referring the patient to MHSOP for the first time. 
Additional findings relating to the research questions included: 
• Which patient symptoms alert the carers to the onset of a dementia? 
The majority of the carers recalled cognitive symptoms, as an early sign of the onset of the 
dementia, but about one quarter did not. Psychiatric symptoms were the next most frequently 
reported category of problems. 
• What are the carers' initial attributions of the early symptoms of dementia? 
The results show that, using data from all the carers, nearly half were uncertain about the 
meaning of the early symptoms and nearly a third attributed them to other medical or 
psychiatric problems. Very few informal carers reported that they had suspected dementia; 
formal carers were more likely to consider this as a possibility, although the sample in this 
study was very small. 
• Do carers delay in reporting the patient's (dementia) symptoms to the GP? If so, what 
are their reasons for this? 
Carers were found to be aware of the patients' problems significantly longer than the GPs were 
(both when combining all carer data and when using informal carer data only). Although more 
than a third of carers said they reported the problems as soon as a change was noticeable, there 
was a general tendency to delay seeking help until the symptoms had been present for a certain 
length of time. The reasons for this included difficulty in interpreting the meaning of the early 
symptoms, the fact that the carers could cope without additional help and a reluctance to 
acknowledge there was a problem. 
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• How do GPs first become aware of patients with problems associated with the onset of 
dementia? 
The results suggested that although GPs were responsible for detecting 20% of patients with 
problems associated with the onset of dementia, the majority of the patients were brought to the 
GPs' attention by the carers; patients themselves rarely reported their dementia symptoms. 
• Which patient symptoms act as diagnostic triggers for GPs? 
The GPs most frequently reported cognitive symptoms as diagnostic triggers of a dementia; 
behavioural problems, mainly challenging behaviours were significant indicators in about a 
quarter of patients. Poor AD Ls did not feature as strongly as a diagnostic indicator as expected. 
• How severe were the patients' symptoms of dementia at the point of referral to MHSOP 
for the first time? 
The data from different parts of the study suggest that most patients being referred to MHSOP 
had at least moderately severe cognitive problems and a significant number had psychiatric 
symptoms and difficulties with ADLs; behavioural problems were present to a slightly lesser 
extent. Most of the informal carers interviewed rated themselves as being at least moderately 
stressed. 
• Why do GPs refer to MHSOP? What role do carers have in the GPs' decision to refer to 
MHSOP? 
GPs did not appear to automatically refer everyone they suspected of having a dementia 
immediately to MHSOP but operated some selection criteria as to whom and at what point they 
referred on. 
Carer factors, such as carers reporting that they could no longer cope or were concerned about 
certain aspects of the patient's condition, were the most frequently cited clinical feature that 
prompted referral to MHSOP for the first time, followed by cognitive problems, behavioural 
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problems and disturbances of ADLs. Psychiatric symptoms appeared to be less influential as 
referral triggers. 
• To what extent do GPs use MHSOP as a diagnostic service and to what extent as a crisis 
intervention service? 
The reason for referral to MHSOP was rarely just for a diagnostic assessment; this was a 
central issue in only 9 (16%) of the referrals. No association was found between diagnosis as a 
reason for referral and the length of time the GPs suspected a dementia prior to referral, which 
suggested that a diagnostic assessment can be requested at any time after the GPs suspect 
dementia and is not necessarily asked for as soon as they first detect symptoms associated with 
a dementia. 
When the data from the direct referrals were combined with that of the secondary referrals, 
approximately one third of all referrals to MHSOP were made when the situation had become 
'urgent'. If this is taken as an indication of crisis, then MHSOP is being used to a significant 
extent as a crisis intervention service. 
Some of the methodological weaknesses of the study will now be addressed. 
5.3 MEIBODOLOGICAL ISSUES 
5.3.1 Data Sources and Incomplete Data Sets 
As the nature of this study was partly exploratory and because the patients themselves were not 
directly accessible to interview, data had to be collected from other sources in order to build up 
as accurate a picture of the Referral Journey as possible. This meant that the key individuals in 
the process were not given a voice and the data from secondary sources may not have 
adequately reflected their own perception of the journey. Additionally, data from some patients 
without a carer had to be excluded from some analyses. 
Data were also not available on undetected dementia patients or those that the GPs were aware 
of but did not refer to MHSOP. The GPs could perhaps have been asked to record the number 
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of 'non-referred' patients they suspected had a dementia and their reasons for not referring to 
MHSOP. 
Perhaps, another weakness of the study was that the standardised tests could not be carried out 
with all the patients due to the severity of their condition and important data were missing from 
some of those carers of greatest interest i.e. the carers whom the psychiatrists felt were too 
distressed to be approached. 
In order to keep the carers' interview as succinct as possible, a simple self-rating of stress was 
the only stress measure used; it would have been preferable to have used a standardised 
measure of carer stress (e.g. Relatives' stress Scale, Greene et al., 1982) and perhaps separated 
objective from subjective burden or strain (Grad & Sainsbury, 1965; Agar, Moniz-Cook, 
Orbell, Elstron & Wang, 1997). 
Similarly, the MHSOP clinicians' ratings of symptom severity were relied upon as the main 
measure to test the hypotheses and although considerable discussions took place on how to rate 
individuals, this was not standardised and there were no formal inter-rater reliability checks 
done. However, as the consultant psychiatrist saw most of the patients in outpatients and 
checked all the ratings done by the liaison nurse prior to his assessment, it was felt that the 
ratings were at least consistent. 
One of the disappointments in the study was not being able to reach concordance on the raters' 
classification of the referrals in terms of crisis. This was mainly due to the complexity of the 
clinical pictures presented by some of the GPs, making it hard to identify the critical factors, 
and also due to the paucity of information in some of the referral letters. This was felt to be an 
important service development issue; identifying the kinds of crisis occurring in which 
circumstances may be the first step to averting them in the future. 
5.3.2 Retrospective data 
The carers' accounts of the patients' illness and their progression on the Referral journey 
required them to recall events that may have happened years previously. As retrospective data, 
these accounts are subject to inaccuracies due to forgetting. There also may have been some 
discrepancy in accuracy between those with a relatively recent onset of the symptoms and those 
recalling events that happened years beforehand. 
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Similarly, some of the GPs' data on the duration of the patients' illness and diagnostic triggers, 
requested on the telephone interview, may have been retrospective depending on how soon after 
the GPs suspected a dementia that they referred and/or how comprehensive the GPs' medical 
notes were; these data are therefore subject to the same drawbacks as the carers' data. 
5.4 PATIENTS' ROLE IN THE PROGRESSION ON THE REFERRAL JOURNEY 
The patients referred to MHSOP in this study appeared to play very little part in reporting their 
symptoms to the GP, relying instead mainly on a carer to do so. 
There was nothing unusual in the clinical and demographic features of the patients in this study 
except perhaps for the fact that men tended to be over represented in this sample compared with 
the general population of this age group. Other patient factors such as the type and severity of 
their problems will be discussed in the next sections looking at the carer and GPs' role in the 
progression of the journey. 
5.5 CARERS' ROLE IN THE PROGRESSION OF THE PATIENTS ON THE 
REFERRAL JOURNEY 
The study has shown that carers are important in detecting and reporting symptoms of dementia 
to the GP and that the GP's decision to refer to MHSOP is greatly influenced by the carers' 
reported ability to cope. Carers are therefore likely to be essential in any interventions designed 
to detect people at an early stage in the dementing process and so this study may be useful in 
understanding what delays them in coming forward sooner. 
The first stages of the Referral J oumey were involved with the detection of symptoms; the 
finding that one quarter of informal carers did not recall cognitive symptoms at the start of the 
illness is of interest because impairments, such as memory problems, characteristically 
accompany the onset of dementias like AD. Cognitive changes may therefore have been present 
but unnoticed, attributed to other causes or possibly were just more difficult to recall at a later 
date. Psychiatric symptoms reported by 40% of carers ( a figure consistent with Teri & 
Wagner's (1992) estimation of psychiatric morbidity in dementia - hence suggestive of a high 
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detection rate) may have been, for some carers, more important triggers, perhaps being easier to 
differentiate from normal ageing. 
The next step in this study was to see what the carers' understanding was of the changes that 
they had noticed in the patient and how this was associated with the time it took them to contact 
their GP. The results suggested that the informal carers' understanding of the initial symptoms 
resulted in them approaching the GPs earlier if they identified the symptoms as being illness-
related, even if they did not always suspect a dementia, compared to those who were unsure if 
there was really a problem. 
One third of the carers interviewed in this study attributed the problems associated with the 
onset of dementia to medical or psychiatric difficulties. It may be that the patients had 
symptoms of dementia as well as other physical or psychiatric problems and, as Hale et al 
(1986) suggested, found it difficult differentiating the two, or it may be that the symptoms of 
dementia were wrongly attributed to medical or psychiatric causes - in the absence of such 
conditions. Whichever of these was the case, according to the results of this study, a 
pathological attribution would result in the carers seeking help from the GPs more quickly than 
those attributing it to non-pathological causes, such as ageing. 
Evidence for the ageing attribution or the 'Age-illness' rule (Prohaska, 1987, see section 
1.6.3), however, was equivocal as the carers tended not to attribute the early symptoms of 
dementia to old age - rather they just reported themselves as being 'uncertain' about their 
significance. 
It is interesting that so few informal carers suspected a dementia at the start of their relatives' 
illness - or were prepared to acknowledge that they did - given the evidence that indicates that 
older people do worry about their memories and often consider the possibility of a dementia 
(Commissaris, Verhey, Ponds, Jolles, Damoiseux & Kok, 1994; Verhey, Ponds, Jolles, 
Commissaris and Damoiseaux, 1992). Failure to consider a dementia as a possibility, although 
surprising when considering studies with the 'worried well', is consistent with studies which 
showed that relatives of patients with a dementia detected by other means (e.g. through 
investigation of medical problems or community surveys) had failed to recognise the 
significance of the symptoms and had often attributed them to normal ageing. (Pollitt et al, 
1989; Antonelli lncalzi et al, 1992; O'Connor et al, 1988; Bowling, 1990). It may be that 
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people make different attributes about memory difficulties when it concerns others rather than 
themselves. 
Formal carers, however, were able to correctly identify the symptoms of a dementia more 
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easily; this may be because they probably had relevant training and/or experience with other 
residents or clients with a dementia, and also, as they were probably less emotionally involved 
than the patients' families, may have been more prepared to consider the possibility of a 
dementia. It would be reasonable to speculate that not wanting to the face the possibility of a 
diagnosis, such as a dementia, in a loved one may be the reason for not making this association 
for some informal carers but clearly, others were keen to clarify the significance of the patients' 
symptoms as 8 (23%) cited a diagnostic assessment as an expectation they had of the referral to 
MHSOP. 
Some carers continued to report that they were unsure if there was a problem, even after having 
acknowledged that there were noticeable symptoms - perhaps indicating difficulty in assessing 
whether the patient was sick enough to take to the GP. These results are consistent with the 
suggestion that, for ambiguous symptoms, a common strategy is to 'Wait and See' (Leventhal 
& Crouch, 1997). It is not known whether this strategy is employed more often with diseases 
that are considered incurable compared with those that are not but, according to Safer et al 
(1979) and Zola, (1973), seeking medical help may depend more on the degree of distress the 
symptoms evoke rather than their potential cause and possibility for cure. 
The carers' initial attributions of the patient symptoms were not associated with the overall 
time taken to be referred to MHSOP - even though they affected the time taken for the carer to 
report the problems to the GP. This was perhaps because, at this junction of the journey - the 
point of reporting the difficulties to the GP, the GPs' diagnostic ability, attitude to dementia 
and/or management practices for patients with a dementia were more important in determining 
the progression of the patients along the rest of the Referral Journey. Clearly, as dementia is 
difficult to diagnose, some GPs may have also have operated a 'wait and see' policy themselves 
to establish whether the condition was of a progressive nature before investigating further. 
Some carers, however, were reporting reluctance on their GPs' part to acknowledge or 
investigate the memory problems; this is consistent with De Lepeleire et al' s (1994) finding that 
the GPs' initial response to patients was often one of denial. In addition, the carers may not 
have been aware of the specialist services available to them and therefore had to rely on the 
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GPs suggesting referral to MHSOP. This is supported by the fact that, according to the carers, 
80% of the referrals to MHSOP were made at the GPs' suggestion. 
5.5.1 Nature and Severity of Patient Symptoms and the time taken to be referred to 
MHSOP 
As only patients that had been referred to MHSOP were available to this study and, as not all 
GPs referred on as soon as they were aware of the possibility of a dementia, it was not known 
how severe the patient problems were when the carers first reported them to the GP. The 
association between the nature and severity of the symptoms and the time taken for the carers to 
report the problems to the GP could not therefore be investigated. 
Comparison between initial and current patient problems as reported by the carers may, 
however, indicate something about the kind of difficulties that may have prompted the carers to 
seek medical help. The number of current problems reported by the carers at the point of 
referral was found to be much greater than the number of initial symptoms recalled, with the 
greatest increase in symptoms being the ADL category, especially 'self-care'. This suggests 
that the inability to cope with the tasks of daily living may be an important 'cue to action' for 
some carers in deciding to either report the problem or revisit the GP for further help. This is 
consistent with some studies that have found people seek help when the problem interferes with 
everyday life (McKinley, 1980; McWhinney, 1972). Alternatively, it might be the number of 
problems rather any one particular difficulty that overwhelmed the carers and drove them to ask 
for assistance from the GP. 
The association found between the severity of the patients' cognitive symptoms and a longer 
time to MHSOP referral and that of the severity of the patients' psychiatric problems and a 
shorter time to MHSOP referral can be interpreted in various ways; it could be that, as 
discussed earlier, the cognitive symptoms are initially more difficult to differentiate from 
normal ageing and therefore take longer for the informal carers to decide there is a problem -
thus prolonging this part of the process. Alternatively, it could be that these symptoms are more 
easily tolerated or that they are perceived as incurable - thereby necessitating no action. 
Psychiatric symptoms, such as mood disturbance, that may affect the relationship with the 
carer, may be easier to differentiate from normal ageing - thus prompting the carer to take 
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earlier action. In addition, psychiatric symptoms of a psychotic nature are also likely to be more 
alarming and therefore better 'cues to action'. 
Carers in this study were reporting significant levels of stress which supports previous studies 
documenting the stress of caring (Haley, Levine, Brown, Berry & Hughes, 1987; Morris et al, 
1988; Rayeis, Siegal & Sudit, 1990). No significant correlations were found between the 
carers' self-ratings of stress due to caregiving and the clinicians' severity ratings in any of the 
four problem categories i.e, cognitive, behavioural, psychiatric and ADLs. However, the 
significant association found between carer stress and the Apathy sub-scale of the BRS of the 
CAPE, suggests that certain psychiatric problems, such as low mood with loss of interest in 
activities, and behavioural problems, such as uncooperativeness, are particularly difficult for 
the carers to cope with and are experienced as stressful. This finding is similar to a previous 
study (Greene et al, 1992) that found that carers reported mood and personality changes in their 
relative as the most distressing aspect of the dementia. 
The lack of association between carer stress and the clinicians' ratings of the patients' 
psychiatric problems may be explained in terms of the carers' optimistic expectation of remedy 
i.e. although severe psychiatric symptoms were more frightening and therefore more likely to 
be reported, they were not necessarily stressful, as they may have been perceived as more 
'treatable' by some carers (and GPs). Alternatively, it may be that, as previous studies have 
indicated (Baumgarten, 1989; Morris et al, 1988), there is not a linear relationship between 
carer stress and severity of the problems associated with dementia, with some carers finding 
different aspects or stages of the illness more difficult to cope with than others. 
Another possibility is that the way the problems were classified in this study may have resulted 
in too many kinds of symptoms being classified together under one heading ( e.g. mood changes 
and psychotic symptoms) that then obscured relationships with carer stress. An examination of 
the problem categorisation system used showed that there were some significant correlations 
between the cognitive and ADL categories of severity ratings and the psychiatric and 
behavioural ones. The distinction between behavioural and psychiatric difficulties was perhaps 
most difficult for the clinician to make, especially during an outpatient interview, and other 
studies have actually combined these categories. However, separating the different problem 
domains into cognitive behavioural, psychiatric and ADLs is thought to be an advance on a 
global staging of the dementia i.e. using categories such as 'mild', 'moderate' and 'severe'. 
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5.6 GPS AND THE PROGRESSION OF PATIENTS ON THE REFERRAL 
JOURNEY 
5.6.1 Diagnostic Triggers 
Carers were found in this study to be the main agents responsible for bringing the GPs' 
attention to the symptoms associated with dementia in their relative and were therefore able to 
give the GPs a full account of the difficulties. This is consistent with Brodaty et al's finding 
(1994) that GPs were most likely to diagnose a dementia after a relative's report. However,· 
unlike other studies (O'Connor et al, 1988; Wind et al, 1994; De Lepeleire et al, 1994), ADLs 
did not feature significantly in the GPs' list of diagnostic triggers and the results showed, as in 
Bowers et al's study (1990) and in Brodaty et al's study (1994), that they tended to be alerted 
to the possibility of a dementia mainly by symptoms of general cognitive dysfunction in the 
patient. 
It should be noted that the GPs in this study were not asked how they would make a diagnosis, 
only which symptoms alerted them to the possibility of dementia. In considering a diagnostic 
assessment they may possibly have made more use of ADLs. 
5.6.2 Factors Affecting GP Referral Rates 
The results have shown that only a small percentage of the expected incidence rate of patients 
with a dementia in the health district are referred on to MHSOP- perhaps as little as one in 
seven, but that there is considerable variation between practices. Low referrals may reflect low 
detection rates, patient refusal to accept a referral or that the GPs are managing their patients 
without recourse to MHSOP. Some evidence for the last comes from the level of support 
services already in place (Table 2) with 10(18%) patients in residential care and 16 (29%) in 
receipt of three or more community services or attending a day centre and the carers' reports of 
the GPs' initial management strategies. 
The substantial percentage of referrals 9 (18%) from residential establishments suggests that 
these facilities may not be able to cope with the changing needs of patients with a dementia and 
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also that, if patients were placed in the home because of the onset of dementia, then some GPs 
may be operating alternative referral preferences, emphasising support rather than assessment 
and treatment. It is possible, however, that patients entered residential care for other reasons 
apart from dementia or did so independent of their GP. 
5.6.3 GPs' Reasons for Referral 
The results showed that, although 93% of the patients referred were identified as having 
cognitive problems, this was cited as a clinical feature that prompted referral in only 48% of the 
cases. This suggests that cognitive factors alone are a necessary but not sufficient reason for 
referral to MHSOP; they may serve to alert the GPs to the possibility of a dementia but referral 
may depend on other considerations. 
The finding that no associations were found between the severity of the patients' symptoms in 
the different problem domains and the length of time the GPs suspected a dementia prior to 
MHSOP referral merits further consideration. It may be that some GPs' reasons for referral to 
MHSOP lay in the treatment of conditions secondary to the dementia, such as the psychiatric 
sequelae of the condition, rather than the dementia itself. When directly asked, however, for the 
clinical features that prompted referral, psychiatric symptoms were important in only 11 (15%) 
of patients - 'Carer factors' was the most frequent category of response said to prompt referral 
to MHSOP. Referral may therefore be more dependent on social considerations than medical 
ones. 
A significant association was found for patients with an informal carer between 'carer 
factors' as a reason for referral and the length of time the GPs suspected a dementia prior 
to MHSOP referral, with those carers not coping or expressing concern having a longer 
time to referral than patients whose carers were not mentioned in the referral letters or 
were reported to be coping. 
This initially appears rather difficult to interpret but may be explained by the fact that the 
majority of patients with informal carers were not being referred until they indicated that 
they had particular concerns or were on the point of crisis and the much smaller group of 
patients that were referred when the carers did not seem to be struggling with the 
situation were referred for reasons other than the carer factors i.e. it may have been due to 
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their GPs' referral preference to refer everyone as soon as they suspected a dementia or because 
the patient presented in an unusual way and a diagnostic assessment was of interest. 
In conclusion, as in O'Connor et al's study (1988), GPs tend to refer to mental health services 
when they are having problems with the management of the patient; when a carer is present, the 
tendency is to initiate some community support services and then to wait until the carer 
indicates that they can no longer cope before referring to MHSOP. 
5.7 THE V ALOE OF EARLY DIAGNOSIS AND INTERVENTION 
This study, by adopting a delay model to describe the stages of the Referral J oumey, has, to 
some extent, implied that an early referral is preferable. As noted in the Introduction (see 
section 1.8.3.) the value of early diagnostic testing remains controversial. On balance, however, 
the arguments against early diagnostic testing do appear to be weakening in the light of more 
recent research. Evidence suggests that older people do want to know their dementia diagnosis 
(Holroyd, Snustad & Chalifoux, 1996; Smith et al, 1998) and there is now more evidence for 
the value of early psychosocial interventions; studies have shown that intervening, especially at 
the start of the illness, can significantly reduce carer stress and delay institutionalisation 
(Mittleman et al, 1995; Mittleman et al, 1996, Brodaty, Gresham &Luscombe, 1997; Moniz-
Cook & Woods, 1997, Moniz-Cook, Agar, Gibson, Win & Wang., 1998.See Droes, 1997 for a 
review). In addition, the introduction of new anti-dementia drug treatments may prove useful in 
ameliorating the condition in the early stages (Bagger, Levy & Sahakian, 1991, Bagger, 
Morant, Levy & Sahakian, 1992). Memory retraining techniques also show promise (Camp, 
Foss, O'Hanlon & Stevens, 1996) and psychotherapeutic interventions, as yet still being 
developed for patients with a dementia, may also prove beneficial (Cheston, 1998). 
If MHSOP is to provide an early diagnosis service and also offer a range of psychosocial and 
other interventions to everyone suspected of having a dementia then there will clearly be serious 
resource implications. Further exploration of how services should be organised is needed to 
obtain a better balance between primary and secondary care and to be able to target those that 
can benefit most from referral to secondary services 
185 
5.8 REACTIVE VS. PROACTIVE FORMS OF SERVICE DELIVERY 
The evidence from this study does suggest that some GPs are using MHSOP in situations when 
there is a breakdown of support - which could be classified as a 'crisis'. This raises the issue of 
whether MHSOP should respond to this need by redefining their services, or part thereof, as a 
crisis intervention service - which currently it is not specifically set up to be. If, however, after 
further debate, a more proactive style of service delivery was considered more effective, both in 
terms of the GP' s service as well as from MHSOP, then various developments could ensue: 
• GPs could take more initiative in identifying patients on their list with a dementia e.g. They 
could provide: 
o A more comprehensive cognitive screening in the over-7 5 health check, perhaps by 
extending the role of the practice nurse (Crosland & Kai, 1998) or by employing a 
CPN. This would be unlikely to pick up patients in the early stages of a dementia but 
would be useful in identifying patients with at least moderate dementia symptoms who 
have remained undetected, perhaps through lack of contact with the GP. (According to 
O'Connor et al (1988), three fifths of carers of patients with moderate symptoms of 
dementia had not reported them to the GPs ). In addition, patients reporting subjective 
memory loss but passing basic cognitive screening tests, could be identified, through 
structured questionnaires, for further assessment or future monitoring. Patients with 
high risk factors (high blood pressure, diabetes, alcohol abuse, family history of AD and 
a history of head injury) could be targeted for assessment if there were insufficient 
resources to screen everyone. 
o More information in the surgery about what signs and symptoms to look for to 
distinguish normal forgetting from dementia symptoms and encouragement to report the 
latter to the GP - who would then routinely offer referral on to specialist hospital or 
community services for further assessment. Another example of this would be to have 
Memory Clinics attached to GP Practices, thereby making it as easy and non-
threatening as possible for patients to access a diagnostic assessment. 
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• If the GPs did not wish to extend their screening role then the following developments could 
be instigated: 
o A specialist community service ( or extensions of community mental health teams) could 
be set up: 
• To provide an early diagnostic assessment clinic 
• To offer repeat assessments to patients with a dementia or in need of re-assessments 
• To organise and/or provide (in conjunction with other community support services 
including voluntary agencies) information, on-going support and appropriate 
treatment, including anti-dementia drug treatment, behavioural management, 
counselling, memory re-training and other psychosocial interventions. 
5.9 RECOMMENDATIONS FOR SERVICE DEVELOPMENTS 
• There needs to be a debate about how services for patients with a dementia ( or symptoms 
associated with a dementia) should be organised and the role of MHSOP in this clarified. 
• More information needs to be available to the general public about how to detect symptoms 
of a dementia and differentiate them from age-related changes such as 'normal forgetting' 
(Verhey et al's 1992), and also what is available in terms of treatment and support. People 
could then make more of an informed choice about whether to engage with formal services, 
take an active part in the clinical decision-making process and perhaps, if diagnosed early 
enough, be able to make advanced directives about their future care (Kessel & Merran, 
1998). 
• Carer stress levels are unacceptably high and greater effort in terms of time and resources 
needs to be directed to assisting them. 
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5.10 SUGGESTIONS FOR FUTURE RESEARCH 
1. Experience of Dementia Using Grounded Theory: The Illness Constellation model could 
be explored further using Grounded Theory - used already with patients with a dementia 
and their families (Keady, 1997). This would involve interviewing carers of people with a 
suspected dementia and then following them up as the illness progresses to elucidate their 
concerns and explore how they cope. Further developments to this model could include 
changing the final stages of'Regaining Wellness' to e.g. 'Maintaining Self-Esteem'. 
2. Age- Illness Rule: Further research on the age illness rule and its application to dementia 
, could be useful e.g. which symptoms do older people attribute to ageing and which to 
dementia? Can they be helped to differentiate? Do people make different attributions about 
cognitive changes in others than they do in themselves? 
3. Delay in Seeking Medical Help: The concepts of 'Appraisal Delay" and 'Illness Delay' 
merit further research in order to examine ways of reducing patient or carer delay in 
reporting early symptoms of a dementia. Variables to examine include: 
• The effect educational information about dementia and how to detect it has on carers' 
decision to seek help. 
• The beliefs older people hold about dementia and what they perceive the medical 
profession can do about it. 
• The role of' cues to action', such as encouragement to attend screening clinics. 
• The work of Zola (1973) on the nature of the symptoms (e.g. frightening, familiar etc.) 
as perceived by the patient or carer. 
The Health Belief Model (HBM) could also be used as a theoretical basis to explore the 
cost-benefit analysis that carers ( or GPs) may undertake in deciding whether or not to seek 
further help. 
188 
4. Evaluation of Early Interventions: The effect of early detection, diagnosis and treatment, 
including psychosocial interventions, needs to be evaluated further in terms of outcomes for 
the patients with a dementia and their families. More specifically, does early diagnosis and 
intervention avert crisis situations? 
5. GPs' Attitudes to Dementia: More work could address the relationship between the GPs' 
attitude to dementia and their management strategies. What effect will the advent of new 
drugs designed to help patients in the early stages of a dementia of the Alzheimer's Type 
have on their views of early diagnosis and referral rates? 
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SEVERITY RATING FORM (SRF) 
PATIENT'S NAME: 
DATE: 
ASSESSED BY: 
SEVERITY OF PROBLEMS 
-
PROBLEM 1 2 
CATEGORY 
I.Psychiatric None A little 
symptoms (i.e. 
mood 
disturbance, 
paranoid ideas) 
2.Ability to Fully Needs 
perform independent verbal 
activities of prompting 
daily living 
including 
personal 
hygiene 
3. Presence of None A little 
disruptive or 
disturbed 
behaviour 
4. Reported None A little 
loss of 
cognitive 
ability/clinical 
impression at 
assessment. 
Carer's stress None A little 
(from 
questionnaire) 
MINI MENTAL STATE SCORE .•..•...•••• 
RATING SCALE SCORE ••••••••.•.. 
MEAMS SCORE •••••••••••••••••••• 
3 4 5 
Moderate Very much. Extreme 
Always Always Totally 
requires requires dependent 
supervision assistance -passive or 
and needs but will co- resists help 
some operate 
assistance and mange 
some 
activities 
with help 
Moderate Very much Extreme 
Moderate Very much Extreme 
Moderate Very much Extreme 
BEHAVIORAL 
CARER INTERVIEW 
Read out aloud: 
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Carer Interview 1/6 
"We are interested in finding out how people get referred to our service. We would be grateful 
if you could spend a few minutes answering some questions. If there are any questions you do 
not wish to respond to you are free to refuse to answer. Please ask me anything you don't 
understand. Your responses will be treated with complete confidence; individual responses will 
be anonymous." 
SECTION A: BACKGROUND INFORMATION 
Name of Carer: 
Name of patient: 
Relationship to patient: 
GP: 
Accommodation: House Flat Slteltered Residential 
Date of Interview 
Date of Referral to l\1HSOP: 
SECTION B: IDSTORY OF PROBLEMS 
Read out: "The following questions are designed for a range of problems and may not all 
apply to your relative/friend" 
1. As far as you can remember, how long has your relative/friend had these problems? 
2. What were the very first signs? 
3. At that time what did you think was going on? 
Appendix 2 
Carer Interview 2/6 
4. What are their present difficulties? 
(Tick appropriate heading if carer says them and add any not listed under other) 
Forgetfulness 
Mood Changes 
Neglecting household duties 
Sleep disturbance 
Problems with work/socialising 
Incontinence 
Other (list) 
Change in personality 
Difficulty with self-care skills 
Speech difficulties (expressive or receptive) 
Gait disturbance 
Psychiatric symptoms (delusions, 
hallucinations, paranoid ideas etc.) 
Neurological symptoms (tremor, knee jerks, 
choreiform movements etch.) 
5. What is you understanding of the problem now? 
6. How much help does your relative need? Please say which of these statements best 
describes your relative/friend? 
(Show card with the following typed and go through each one with the carer) 
a) Requires no supervision with activities of daily living (washing, dressing, eating, 
going to the toilet) 
b) Requires only direction in doing things but can manage once told and can be left 
alone for long periods. 
c) Needs assistance in some activities of daily living and can only be left for short 
periods of time. 
d) Needs assistance with some activities of daily living and cannot be left alone. 
e) Needs assistance with all activities of daily living cannot be left alone and resists 
help from other people apart from you? 
7. What services or support do you currently receive? (Read out headings as prompts) 
Day centre 
Social worker 
Meals on wheels 
ADS 
Carers' Group 
District nurse 
CPN 
Homecare 
Carelink 
Crossroads (sitters) 
Respite care 
Other (specify): 
SECTION C: CONTACT WITH THE GP 
1. How long have you been with your current GP? 
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Carer Interview 3/6 
If less than a year, please sate your previous GP and the reason for changing. 
2. How did you GP become aware of your relative's/friend's difficulties? (J'ick nearest 
category to carers' response or add under 'other') 
a) My relative/friend told them the problems they were having 
b) I specifically told them the problems that my relative/friend was having 
c) GP noticed at an appointment for something else 
d) Through other agencies i.e. Health visitor, CPN 
e) Other 
3. When did you or you relative discuss the problem with the GP? (Use headings as 
prompts and tick box nearest to carers' answer) 
a) As soon as the change was noticeable 
b) The next time I /my relative visited the GP for a different medical problem 
c) After the symptoms had been present for ........ (State time) 
d) After the problems had become unbearable 
4. If there was a delay between noticing that something was wrong and discussing it with 
the GP, were there any reasons for not discussing it earlier? 
5. How much contact had your relative had with the GP the year before the present 
referral? Please state the approximate number of times they visited the surgery? 
6. For what reasons did he/ she visit the surgery? 
Appendix 2 
Carer Interview 4/6 
7. What did your GP do when you/your relative/friend first reported the problem? (I'ick 
statement/s closes to carer's reply or add anything different under 'other') 
a) Nothing- we were told that it was normal part of ageing 
b) We were told it was probably AD and there was nothing that could be done 
c) Asked my relative/friend to have some tests 
d) Gave information on services available 
iv. Refe"ed to MHSOP 
f) Did some tests and then refe"ed to MHSOP 
g) Referred to another specialty (e.g. neurology) 
h) Referred to CPN service direct 
i) Referred to health visitor 
j) Carer/relative did not require further action 
k) Other 
8. In your opinion how good was the explanation your GP gave of what was wrong? 
(Read out possible headings) 
a) Very good 
b) Good 
c) Fair 
d) Poor 
e) Very poor 
Please comment: 
9. How sympathetic did you feel the GP was in his/her dealings with your relative/friend's 
problem? (Read out headings and tick as appropriate) 
a) Very sympathetic 
b) Sympathetic 
c) Fairly Sympathetic 
d) Not sympathetic 
e) Not at all sympathetic 
Please comment: 
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Carer Interview 5/6 
10. Why did your GP refer your relative/friend to this service? (I'ick category of response 
closes to carer's reply) 
a) To investigate the problem further 
b) Organise admission to day services 
c) Organise in-patient admission 
d) Organise community support 
e) Organise respite admission 
f) Other 
11. Whose idea was it for your relative to be referred to this service? 
a) Carer/relative suggested it 
b) GP suggested it 
c) Other person suggested it 
12. Have you previously asked to be referred to a specialist for this problem and been 
refused by the GP? 
If yes please comment. 
13. Did the GP explain what you could expect from this service? 
Please comment 
14. What do you hope to get from this referral to this service? 
Yes/No 
Appendix2 
Carer Interview 6/6 
15.How stressful do you find caring for your relative at the moment? Please look at this 
card and tell me the number that best describes how you feel. 
1 
Extremely 
stressful 
2 
Very 
3 
Quite 
stressful 
4 
A little 
Thank you for answering these questions. 
5 
Not at all 
·stressful 
APPENDIX 
Cognitive and Neurological Problems 
Appendix3 
Problem Categorisation System 
• Cognitive - general: These include difficulties with memory, learning, reasoning and general intellectual 
deterioration. Problems in this category are often referred to as 'confusion' 'disorientation' or 'short-term 
memory problems'. General repetitiveness is also included here. 
• Cognitive - specific These include specified deficits such as perceptual or visuo-spatial problems, language 
difficulties ( comprehension and expression). 
• Neurological - Other neurological symptoms such as gait disturbances, TIAs and tremor will also be included 
in this category- although they are not strictly speaking cognitive deficits. 
Behavioural Problems 
• Behaviour - challenging These will typically including challenging behaviours such a shouting or aggression 
and also general restlessness (but not agitation) or behaviours described as 'odd' or 'inappropriate'. 
• Behaviour - general: These include problems such as sleep disturbance, hoarding and wandering. 
If the behaviour is secondary to an Acute Confusional State ( e.g. confusion resulting from an infection) or related 
to a psychotic condition, then they will be included as 'Psychiatric' and not 'Behavioural'. 
Psychiatric Problems 
• Psychiatric- mood disturbance; includes changes in mood, typically agitated or anxiety states, depression 
( crying, sadness, loss of interest in usual activities), personality changes and pre-occupation with physical 
problems such as bowel habits. 
• Psychiatric-psychotic/severely disturbed problems: includes paranoid illnesses, where the person may 
believe others are plotting against him/her stealing from him/her, hallucinations or delusions. Acute 
Confusional states often resulting from a urinary or chest infection will be included in this category. 
Activities of Daily Living Problems (inability of the person to take care of him/herself adequately) 
• ADL- self-care: includes difficulty with everything from shopping, handling money, cooking and domestic 
chores to personal hygiene e.g. washing dressing and maintaining continence 
• ADL-risk to self: This includes general statements about the person being 'a danger to himself or 'lack of 
insight' into his problems or 'not coping at home' as well as specified problems such as leaving the gas taps 
on, not locking the doors or self-neglect through not eating etc. 
• ADL -work/social activities: This includes situations when the person is unable to do work or leisure 
activities rather than being uninterested in them (scored as depression) 
Carer Factors 
• Carer-concern (about patient): This is used when the carer, relative or other informant, such as the head of a 
home or neighbour, has reported problems and/or expressed their concern about the patient. 
• Carer- not coping /stress: this includes the carer, whether formal (warden, head of home, home-help) or 
informal (relative or friend -usually resident) difficulty in coping with the emotional and/or practical tasks of 
caring for the patient. 
• Carer- information; this category of responses includes situations where the GP or other professional has 
asked for information from the carer about the patient's difficulties and is therefore different from Carer-
concern which should be used if the carer has brought problems (and hence information about the problem) 
to the GP. 
Problem Categorisation System 
LETTER TO GP RE REFERRAL PROCEDURES 
Dear Dr. 
Re: Mental Health Services for Older People 
Appendix4 
: I 1-
In order to help us to provide as efficient a service as possible would be very grateful if you 
would consider using the enclosed referral forms when referring outpatients to our department. 
Naturally, we will continue to be happy to receive conventional referral letters but we would be 
very grateful if you could ensure that the same essential clinical information is included as is 
outlined in the specimen referral forms. 
With kind regards 
Yours sincerely, 
Dr.C.A. 
Consultant Psychogeriatrician 
Ms.S.M. 
Manager 
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Mental Health Services For Older People Referral Form 
PATIENTS full name 
DOB 
Address 
Telephone number 
Carer'sname (if appropriate) 
Address 
Telephone number 
Brief outline of presenting complaint 
Brief account of patient's medical psychiatric history 
Current medication 
Any other relevant information 
Urgency (Please tick) 
Routine ( approx. 2 weeks) 
Semi-urgent (approx. 1 week) 
Urgent (immediate) PLEASE PHONE 
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Letter to GPs explaining Aims of Proiect 
Dear Colleague 
Re: Dementia Referral Project 
We are writing to ask for your kind co-operation in assisting with the dementia referral project. 
This is a project funded by a regional grant for a Quality Project and is jointly run by 
representatives from mental health Services for Older people (MHSOP) and the Family Health 
Services Association (FHSA). It has approval from the South Downs Health NHS Trust 
Ethical Committee. 
The project aims to examine factors that prompt General practitioners to refer people thought 
to be suffering from a dementia to the MHSOP. It will involve collecting information on all GP 
referrals in the* sector between July 1994 and June 30th 1995. 
What will you be asked to do? 
1. Be prepared to give further details on the referral to the Research Assistant, if necessary. 
This should not take more than two minutes on the phone per referral. 
2. Near the end of the data collection period (i.e. May-July 1995) you will be asked to give 
further information on any difficulties you are experiencing with the assessment and 
management of this client group and you will be given the opportunity to express your 
views on how MHSOP could be improved. 
If there is a carer involved, they will be interviewed, subject to their consent, in order to obtain 
their views of the situation. Confidentiality of all participants will be strictly maintained 
throughout. 
The research team consists of: 
Dr. CA (Consultant Psychiatrist) 
GT (FHSA) 
CW (Chartered Clinical Psychologist, Head of Specialty for Older People) 
SM (Acting manager for MHSOP) 
DA (Quality Manager) 
SB (Research Assistant) 
The full co-operation of all GPs is necessary for the conclusions of the project to be valid and 
useful for future service development. 
If you have any queries, please contact the Project Co-ordinator, CW, on ..... or leave a 
message on the ansaphone ... ext. 
With kind regards 
Yours sincerely, 
cw 
(On behalf of the Research Team) 
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LETTER TO CARERS DESCRIBING STUDY 
Dear (Carer's name) 
Re: GP referrals to the Mental Health Service for Older People 
Your relative's/friend's GP recently referred him/her to our service for assessment. We are 
trying to find out how easy it was for you to get to see us for specialist help and whether or not 
this really met your needs. 
We are therefore doing a small research project that involves talking to GPs and interviewing 
the carers of people who have been referred. If you would be kind enough to help us we would 
like to give your name to the Research Assistant, Sarah Barker, who will contact you to explain 
what is involved. Anything you say will be anonymous and will in no way affect the care and 
treatment that your relative/friend is receiving. We do hope, however, that the information 
obtained will be used to improve our service for people in the future. 
If you do not wish to be contacted, please return the slip below in the envelope provided. 
Alternatively, express your concerns to the Research assistant when she telephones. 
Thank you for your cO-operation 
Yours sincerely 
Dr.C.A. 
Consultant psychiatrist (on behalf of the Research Team) 
I do not wish to take part in the research project, and understand that this will not affect the 
treatment my relative/friend receives. 
SIGNED ........................................................ . 
NAME OF CARER ........................................... . 
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CONSENT FORM FOR GP REFERRAL PROJECT 
BRIEF OUTLINE OF PROJECT 
This project aims to find out under what circumstances people get referred to mental health 
Services for Older People. This will enable us to find out where we need to provide further 
information so that more people can benefit from the help and advice we are able to offer. 
The project involves: 
1. A brief screening test of memory and concentration for you relative/friend if s/he appears 
willing to co-operate ( this takes approximately 15 minutes) 
2. An interview with yourself as the main carer about how your relative/friend came to be 
referred to us. 
3. Two further sets of questions about your relative/friends particular problems. 
This should take approximately 40 to 60 minutes of your time in total. If you do not wish to 
take part in the project, please feel free to say this now- it will not affect your relative/ friend's 
treatment. If you are willing to take part, please read and sign the statement below: 
PATIENTS CONSENT (Please delete as appropriate) 
I agree to undertake a screening test of memory and concentration 
I agree to my relative/friend undertaking a screening test of memory and concentration 
Signed: ............................................. . 
Witnessed: ........................................... . 
CARER'S CONSENT 
I agree to be interviewed by Sarah Barker. I understand that answering these questions does not 
commit me to anything and I can refuse to answer any of the questions at any stage. If I wish, I 
can withdraw from the interview completely. I also understand that the answers I give will be 
treated in the strictest confidence and I will not be identified on an individual basis. 
Signed: ............................................. . 
Witnessed: ........................................... . 
Thank you for your cooperation. 
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APPENDIX 7: STAGE OF SUPPORT PRIOR TO REFERRAL 
SERVICES RECEIVED Alone With Warden Residenti Total % 
n=ll carer controlled al n=56 n=56 
n=32 n=J n=lO 
CPN 2 10 1 0 13 23% 
Homecare services 6 6 1 0 13 23% 
Day Centre 2 9 0 0 -fl 20% 
Social worker /Services 1 5 1 1 8 14% 
Other 1 4 0 2 7 13% 
-Respite care 1 3 0 1 5 9% 
-Meals on wheels 3 1 1 0 5 9% 
District Nurse 0 3 1 0 4 7% 
Carers Group member 0 1 0 0 1 2% 
Sitting in service 0 1 0 0 1 2% 
Care link ( alarm service) 0 1 0 0 1 2% 
Member of ADS 0 0 0 0 0 0% 
SERVICES RECEIVED PRIOR TO REFERRAL 
1. None or Very Little: this meant that the person may be being monitored by social services or a 
CPN or perhaps have a home help but was not using respite services or a Daycentre and was not in 
sheltered accommodation. 
2. Intermediatory: The person was typically living alone or with a carer and attending a Daycentre 
receiving respite or receiving other services from three or more sources. People in sheltered 
accommodation even if they received very little other services were also included in this category. 
3. Full Support: People in this category were all resident in a home 
CLASSIFICATION OF LEVEL OF SERVICE USE 
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APPENDIX 8A: RESPONSES FROM THE CARER QUESTIONNAIRES 
Carer's Verbatim Response To History Of Problem Section, Q.2 "What Were The Very First 
Signs?" 
PT.NO Response 
1 1. He said he had had his keys stolen when he still had them 
2. Kept getting locked in the house. 
2 3. She got upset when she did not get her own way. 
4. Confused 
3 5. Paranoid about the bungalow 
4 6. Forgetfulness 
6 7. Hallucination after having had some anti-depressants. 
7 8. Forgetfulness 
Carer covered up (report from professional carer) 
8 9. Squalor ofhouse 
10. -When carer returned from abroad and talked to him she realised something was 
wrong because he was slow with his words. 
9 11. Moving things around- straighten up for no reason 
12. Gave up gardening, decorating 
10 13. Talking a lot 
14. Went to a solicitor to try and arrange a divorce 
12 15. Constant crying kept breaking down 
13 16. Lost his brother - it played on his nerves 
17. Had pains and thought it could be cancer 
15 18. Wandering -son was being regularly called out 
19. His self-care was deteriorating 
20. Danger to himself 
16 21. Memory problems 
17 22. Very confused 
23. - doesn't know meal-times 
18 24. Memory Loss 
20 25. Repeating herself 
22 26. Confused on admission to the rest home in '94 
27. Thought that the GP had thrown him of his list 
28. Accusing people of conspiring against him 
29. Paranoia 
23 30. Lost interest in activities used to do (gardening/piano) 
31. Memory lost 
24 32. Hallucination 
33. Memory problems 
34. Shakes 
25 35. Confusion 
36. Incontinence 
37. Hallucinations after operation 
38. Speech difficulties -saw speech therapist 
39. Depression 
27 40.Didn't want to go to Butlins anymore 
28 41. Poor memory 
29 42. Forgetfulness 
43. Speech more slurred - sentences not constructed properly 
44. Tremor- Parkinson's Disease 
45. Problems with his work - lecturing 
30 46. Impaired memory 
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Carer's Verbatim Response To History Of Problem Section, Q.2 "What Were The Very First 
Signs?" continued 
PT.NO Response 
33 1. Confusion 
2. Took on symptoms of room-mate 
35 3. Forgetfulness 
36 4. Disturbed sleep -said was very ill 
39 5. Saving and doing odd things - being difficult 
39 52. Forgetful 
42 53. Memory Problems 
45 54. Memory loss 
55. Tremor 
47 56. Waking up in the night 
57. Hallucinating e.g. water running, house burning down, house full of animals 
49 58. Memory problems 
59. Repetition 
60. Personality change 
53 61. Tremors 
54 62. At Xmas, sister rang to say mother 
63. had become aggressive and 
64. .Hallucinating. 
55 65. Memory Loss - forgetting to put the light off 
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APPENDIX 8B: Verbatim responses to, Q.2 "At that time what did you think was going on?" 
Patients 27, 45, 53 and 55 are re-referrals. Formal carers are shown in the light blue shaded 
rows and Re-referrals in orange (no. 27, 45, 51 & 55) 
Patient Number Response 
1 Believed him at first (see response to previous question) Went to the GP. 
Said he had memory problems 
2 Upset if doesn't get on way. Always been like this. But now confused and 
muddily 
3 No idea 
4 Was caused by stroke 
6 Thou2ht hallucinations were related to dru2s 
8 Knew something was grossly wrong. Moved him to Lewes. ? 
Alzheimer's' Disease 
9 Dido 't think anythin2 of it 
10 Thou2ht was same as usual 
12 Nurses said it was depression 
13 Unsure -legs worse at night - not in the day. Thought it might be in the 
mind 
16 Senile dementia 
17 Told was confused 
18 Memory problems .. could be typical old a2e, but not sure. 
20 Showed decline since widowed. The effects of solitary life. Depression? 
21 She was in good spirits. Mobile. Could be dementia as she appeared 
disorientated in place and time 
22 Unsure - just fri2htened 
23 Just thought he didn't feel well. Didn't think much of it as nothing 
physically wron2 
24 Parkinson's Disease 
25 Deep depression due to war experiences. Saw a counsellor who then 
referred to a speech therapist. 
27 I dido 't take much notice. It dido 't occur to me that something was 
happenin2. 
28 Thought that his heart had stopped and that this had affected his brain. 
Also he has had a lot of other operations which take it out of you. 
29 Assumed a pr02ression of Parkinson's disease 
30 Thou2ht he was developin2 senile dementia 
33 Dementia 
35 Nothin2. She hasn't altered that much. It's just her memory 2oin2. 
36 Could be symptom of age but she said she had disturbed sleep and was 
very ill. Not sure what's wron2. 
39 Unsure. That's is why I went to the GP to find out how to handle the 
situation 
42 Unsure 
45 Could be the onset of Parkinson's or Senile dementia of the Alzheimer's 
type or senile dementia. 
47 Unsure 
49 Old a2e. Trauma of losin2 husband. 
53 Put it down to old a2e 
54 Thou2ht the problem was in his relationship with his sister's husband 
55 Just knew that somethin2 was wron2 
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Unsure: Carer states uncertain or unsure or considers abnormal behaviours described earlier 
could be normal. May consider ageing but is unconvinced. 
Other Medical/psychiatric Problem: This could be specific such as Parkinson's disease or 
stroke or just general ill health. Includes attributions of depression and adverse drug reactions. 
Old age: Carer states definitely a normal part of ageing 
Dementia: Carer states that it is a dementia or may name Alzheimer's disease 
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APPENDIX SC: CARERS' QUESTIONNAIRE: Verbatim Responses from "Contact with GP" 
Section, Q.4 "H there was a delay in noticing something was wrong and discussing it with the 
GP, were there any reasons for not discussing it earlier?" 
All the responses in the clear rows are carers who reported a delay in going to the GP in section C Q.2 
and said they went either after the symptoms had been present for some time or until the problems had 
become unbearable (patients numbers 18 & 20). The time they delayed is shown in the second column 
- for those who could recall the amount of time they delayed. The response (patient 29) in the shaded 
row is a carer who said they reported the problems at the next appointment and therefore did not delay 
themselves. 
Pt No. When reported it to GP CARER RESPONSES 
1 Waited 2 years No reason recalled. 
2 NA as brother was dealing with it 
4 First GP wouldn't listen - said it was just old age (Dr. 
noticed problems eventually) 
9 Delayed 18 months Did discuss it with GP but didn't take any notice because 
didn't think anything of it. Said Alzheimer's Disease is 
just a name. 
13 I didn't really think there was a problem 
18 Didn't realise there was anything wrong 
20 Mother (patient) refused to visit the doctor 
23 Delayed 1 year Didn't want to get up there (GP's) then. I was happy to let 
him stay in bed all day. 
28 Delayed 2 years Tried to tell other doctors but was passed off with anti-
biotics. 
29 Reported at next aooointment Doctor didn't think tremor was important until now. 
30 Delayed 5 years No - was managing well 
33 Reported problems Contacted the GP in November but he didn't do anything 
immediately at that stage. He said, "Bouts of confusion were self-
limiting and treatment was not warranted". 
35 Delayed 2 years Managing OK. Wasn't posing a problem. 
36 Delayed 4 weeks The problem of disturbed sleep was initially only 
occurring once a week. 
39 Delayed 7 years Patient started to get violent. Thought he was over-
: reacting to getting older. 
42 Delayed 2 years (Carer= Warden of sheltered flat) Only recently 
developed a fetish about bowels - demanding behaviour 
and forgetfulness getting worse. Before was coping. 
45 Delayed 2 years Trying to ignore problem - hoping it would go away. 
47 Reported when 5 days and No reason stated. 
night didn't sleep 
49 Delayed 2 months Only thought that something was wrong when it got 
worse. 
;55 Thought it was old age. Didn't realise the seriousness of 
it. 
Appendix Sc continued 
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CLASSIFICATION OF RESPONSES FOR REASONS FOR ILLNESS DELAY 
Unsure if there was a problem: States that uncertain if there was a problem, not sure 
if it was a serious problem or attributes to old age 
Coping/did not need any help: States that they were managing or that the problem 
was infrequent. 
GP would not listen: Reports talking to the GP but the GP does not take the symptoms 
seriously or does not want to listen. 
Tried to deny problem existed: Carer ignores the difficulty in the hope that it will go 
away. 
Other: No reason recalled; Patient refused to go to GP; Another relative dealing 
with it 
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APPENDIX 8D: CARER INTERVIEW. Carer's verbatim responses to 'What did your GP do when 
you/your relative first reported the problem? 
No Response 
1 Did some blood tests 
Referred to MHSOP 
2 Put into CL-residential care 
3 Just listened 
4 Nothing -told a normal part of ageing 
6 Taken of anti-depressants 
8 Referred to Health visitor 
9 Just told memory was going 
10 Told it was probably dementia-told time before got worse 
12 Referred to MHSOP 
13 Did an X-ray 
Referred to MHSOP 
16 Referred to MHSOP 
18 Referred to MHSOP 
20 Referred to a neurologist 
21 Referred to MHSOP 
Prescribed medication 
22 Referred to MHSOP 
23 Referred to MHSOP 
24 Did some tests 
Gave him some drugs to calm him down 
Referred to MHSOP 
25 Referred to a counsellor 
Referred to a speech therapist 
27 Referred to CPN 
28 Referred to MHSOP 
29 Referred to a neurologist 
30 Had a neurological assessment when had stomach pains 
Nothing 
33 Nothing- didn't put much sfo:nificance on the problem of confusion 
35 Did some tests 
referred to MHSOP 
36 Gave Melleril 
39 Asked him to have some tests 
42 Referred to MHSOP 
45 Referred to neurologist 
Referred to CPN 
Referred to MHSOP 
47 Referred to CPN 
Got in touch with social services 
49 Referred to the Geriatrician (who then referred to MHSOP) 
53 Referred to Geriatrician 
54 Gave medication to quieten her down 
55 Referred to renal specialist 
APPENDIX SE: CARERS' INTERVIEW: 
Verbatim responses to, "What are their present difficulties?" 
No 
1 
2 
3 
4 
5 
6 
7 
8 
9 
Response 
1. Forgetfulness 
2. Mood Changes 
3. Change in personality 
4. Wandering 
5. Forgetfulness 
6. Mood changes 
7. Speech difficulties 
8. Falls 
9. Mobility problems 
10. Forgetfulness-retains nothing, confusion 
11. Mood changes-possessiveness 
12. Psychiatric -paranoia 
13. Change in personality 
14. Lack of insight 
15.Panicky 
16. Forgetfulness-confusion 
17. Speech difficulties 
18. Well-Being deteriorated 
19. Forgetfulness 
20. Mood changes 
21. Neglecting household duties 
22. Sleep disturbance 
23. Problems with work/socialising 
24. Incontinence 
25. Change in personality 
26. Difficulty with self care skills 
27. Speech difficulties 
28. Psychiatric symptoms 
29. Forgetfulness 
30. Psychiatric symptoms 
31. Has no left leg-stump jerks 
32.AKe 
33. Forgetfulness 
34. Mood changes-aggression 
35. Sleep disturbance 
36. HearinK vroblems -givin~ vroblems with socialisin~ 
37. Forgetfulness 
38. Incontinence 
39. Difficulty with self-care skills 
40. Speech difficulties 
41. Forgetfulness 
42. Speech difficulties 
43. Forgetfulness 
44. Change in personality 
45. Speech difficulties 
46. Can't have a conversation 
4 7. Have to leave clean clothes out 
Appendix SE 
1/3 
Verbatim responses to "What are their present difficulties?" continued. 
No Response 
12 48. Forgetfulness 
49. Mood changes-crying 
50. Double incontinence 
13 51. Mood changes -depression 
52. Sleep disturbance-a/ways slept badly 
53. Walks around at night 
54. Achin~ le~s 
15 55. Forgetfulness 
56. Difficulty with self-care skills 
16 57. Forgetfulness 
58. Gait disturbance-problems with walking 
17 59. Forgetfulness 
60. Psychiatric symptoms-paranoid 
61. Crying when left alone 
18 62. Forgetfulness-severe 
63. Mood changes 
64. Wandering 
65. Violent out-bursts 
66. Bad language 
20 67. Forgetfulness 
68. Mood changes 
69. Difficulty with financial affairs 
21 70. Forgetfulness 
71. Neglecting household duties 
72. Incontinence 
73. Difficulty with self-care skills 
74. Wandering 
75. Gait disturbance -possibly due to medication 
22 76. Psychiatric symptoms 
23 77. Forgetfulness 
78. Difficulty with self-care skills 
79. Slow at dressing 
80. Slow at walking 
24 81. Forgetfulness 
82. Psychiatric symptoms 
83. Mobility problems 
25 84. Difficulty with self-care skills 
85. Speech difficulties 
86. confusion 
87. Lack of co-ordination 
27 88. Forgetfulness 
89. Difficulty with self care 
90. Psychiatric symptoms-gets upset with the TV thinks in the 
room 
91. Sickness-forgets what a sink is for 
28 92. Forgetfulness 
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Verbatim responses to "What are their present difficulties?" continued 
No Response 
29 93. Forgetfulness-concentration 
94. Problems with work/socialising 
95. Speech difficulties 
96. Everything to do with Parkinson's Disease- difficulty with 
movement, chewing. 
30 97. Forgetfulness 
98. No initiation 
99. Completely muddled 
100. Can 't answer questions straight 
33 10 l .Forgetfulness 
102. Change in personality 
103 .Difficulty with self-care 
104.No motivation 
105.No insight into capability 
35 106.Forgetfulness 
36 107.Sleep disturbance 
39 108.Forgetfulness 
109.Mood changes 
11 0.Neglecting household duties 
111.Difficulty with self-care skills 
112. Frustrated with eyesight 
113.Bad hearing 
42 114.Forgetfulness 
115.Mood changes 
116.Panics when loses small objects e.g. purse 
111.Keeps phoning daughter 
45 118.Forgetfulness 
119 .Mood changes 
120.Neurological symptoms -tremor 
47 121.Forgetfulness 
122.Sleep disturbance 
49 123 .Forgetfulness 
124.Mood changes 
125.Changes in personality 
53 126.Forgetfulness 
127 .Difficulty with self-care skills 
54 128.No problems as long as not stressed 
55 129.Forgetfulness 
130. Change in personality 
131.Psychiatric symptoms-paranoid ideas 
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Appendix SF: CARER' QUESTIONNAIRE: Carers' Comments "What do you hope to get from , 
t his referral to MHSOP?" (Formal carers' responses shown as shaded blue) 
PT.NO RESPONSES 
1. 1. To find out what is wrong so that I can tell people; 
2. You are more able to access services once a diagnosis has been made 
2. 3. I thought it was a waste of time - I've got no idea what is happening now. The Consultant said 
that nothing else could be done. 
3. 4. A listening ear and support 
5. The right help for my mother 
4. 6. Additional medication to improve her quality of life. 
6 7. At the moment, everything is OK as he has come back to normality 
8 8. I don't expect anything - nothing can be done. 
9 9. Find out what is wrong and 
10. if anything can be done 
10 11. To find out what help can be obtained. 
12 12. To get the depression helped - stop him crying 
13 13. Find out cause of pains 
14. Do something for nerves - get back to normal 
16 15. Eventually residential care. 
17 16. we·are hoping that the problem will·get better. 
18 17. We want a full assessment and 
18. a resolution of the difficulties we've been having. 
20 19. Advice on how to organise my mother's life 
21 20. Suggestions I Advice on meeting needs . 
22 21.Find out what's wrong. 
22. Treat it and have him back home 
23 23. I want to know the behaviour is not harmful and get advice on what to do right. 
24. Reassurance that he is physically OK 
24 25. I hope to find out what the problem is and 
26. if possible be treated 
25 27. I hope that something can be done to revert the condition so he can look after himself again 
27 28. A specialist who will help us understand the problem better. 
28 29. Someone to keep an eye on her at regular intervals who has good knowledge. 
29 30. Some way of tackling the problem of not being able to string a sentence together. 
30 31. Care provided by the NHS. 
33 32.Answers to be able to nurse her better. Quality of life has gone very quickly 
35 33. Something to be done about her memory. 
36 34. Able to cope with referral and 
35. That patient settles down 
39 36. Patient thinks better 
37. Advice and information for myself on how to cope and in due cause more help 
42 38. Social contact so that she is not so isolated 
45 39. Out-patient treatment and follow-up - patient has refused day-care 
46 40. Hospital admission -take care of her and bath her 
47 41. Possibly day-care. 
49 42. Information 
53 43. Residential care 
54 44. Get mother back to normal state 
55 45. More information 
46. Break from caring 
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Appendix Sf: Classification of responses of, 'What do you hope to get from this referral to this 
service (MHSOP)? 
1. Diagnosis: Carer wants to know what is wrong with their relative or is asking for an assessment or 
help with understanding what is happening 
2. Treatment of Patient's Difficulties: The carer wants either a "cure" for the condition (presumably 
does not understand that it is dementia or that this cannot be reversed) or treatment of accompanying 
symptoms such as depression, crying etc. with medication etc. 
3. Information/ Advice/ Counselling. The carer wants advice on how s/he can better manage the 
patient (rather than looking to the doctor for a cure) and/or someone to listen to their own problems in 
caring. 
4. Access to Support Services: The carer specifies s/he wants particular NHS services such as 
outpatient appointments, day hospital care and respite or in-patient admission. 
5. Placement: The carer wants someone to place his or her relative in a home. 
6. Nothing: Carer says he expects nothing from the referral 
7. Other 
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GP Telephone interview 1/6 
VERBATIM RESPONSES FROM 3 QUESTION TELEPHONE QUESTIONNAIRES 
NO Q 1 When did you first Q2 What were the signs and Q3: Which were the clinical 
suspect that the patient symptoms that first alerted you features that prompted you to 
might be dementing? to the possibility of dementia? refer on? 
1 Relatively new patient. First Definite poor short term More social problems -
saw on 28-6.94 (referred memory. No formal difficulties they were having. 
4.6.94 -6 days). Problems assessment. Doesn't do things to help-
evident then. Had memory things difficult for Mrs. H. 
problems for some time. (friend living with). Wanted to 
check no other problems as 
well as obtain help for Mr. M. 
(patient.) 
2 14.07.93 (referred Muddled thinking - seemed Unreasonable behaviour -
08.07.94= vague about medication she unable to appreciate her own 
was on. condition- no insight- and felt 
she could still cope alone at 
home. Social services 
considering guardianship 
order. 
3 When initially became a pt. Paraphrenia and short term Getting more difficult now; 
3 years ago memory loss. more abusive. 
4 When took over from MMSE - scored low on this. Guided by staff in home. 
another GP - first time saw Been incontinent. Difficult behaviour- noisier at 
patient. Asked to go along night-"a changed person" 
because of change in 
.B.(behaviour). 
5 July 1993 (referred 22.08.97 -When she started to make Difficult behaviour- she was 
inappropriate comments e.g. " trying to escape her warden-
You've come at last Dr. S." assisted accommodation and 
when he visited for a routine go back to her own home (she 
assessment associated with hadn't lived there for several 
transient ischaemic attacks - a years). He asked her the date, 
visit that she didn't request. time etc. and asked her to 
repeat these a few minutes 
later - she was unable to do 
this (not really formal testing) 
6 GP not contacted as did not 
refer for dementia 
7 Early 1994 (referred Confusion, loss of recent Request by staff at rest home 
24.08.94) memory. as patient becoming more 
confused. 
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VERBATIM RESPONSES FROM 3 QUESTION TELEPHONE QUESTIONNAIRE Continued 
8 Since GP had been in Carer is on the brink of being 
Lewes- "always been the unable to cope: patient finding 
worse for drinking" e.g. 3 mobility difficult- is spastic in 
years the lower limbs. 
9 Registered 20.08.94. Family not coping; short-term Pt. cheerful and sociable but 
Diagnosis by GP surgery. memory problems, irritable. family not coping - a crisis for 
Came from Lewes - Dr. B. them. 
Oct. 93 in-patient check. 
July '93 Short-term memory 
problems; irritable 
( discussed with wife) Dec. 
91 was behaving 
inappropriate. 
10 29.12.93 (referred 09.09.94) Forgetfulness. Relatives being Saw Dr. E. every 3-4 weeks 
worried about certain aspects throughout the year. 
ofhis behaviour. May need Consultations consisted of 
psychiatric opinion. Advice to reminiscence about the past 
relatives- adopted policy of because of forgetfulness about 
observing. reason for appointment. 
Appalling short-term memory. 
Inappropriate behaviour. report 
that had left gas on. (Not a 
crisis) 
11 2 years ago Intermittent confusion and Concern by other members of 
forgetfulness - strange the family. Confusion - short-
comments on DVs - thought term memory became worse. 
her husband might still be Wondered if was rapidly 
alive. dementing. (Dr.) thought she 
was becoming difficult to 
manage e.g. leaving gas taps 
on. 
12 GP not contacted as did not 
suspect dementia 
13 Ditto 
14 Missing 
15 3-4 years ago Memory loss. Irrationality- request from home help. six 
started to get very angry about months ago had a go at one of 
the world; retinal problems. the home helps with a stick.. 
Aggression. 
16 10 months ago Muddled. Disorientated in Disorientated in time and 
place and time. Wandering. place. Wandering. Leaves door 
of house open. At risk for own 
safety. 
17 Registered May 1994. Diagnosis already there. Increase in confusion. 
(referred 24.11 94) Wandering. 
Diagnosis of Alzheimer's 
Disease when registered. 
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VERBATIM RESPONSES FROM 3 QUESTION TELEPHONE QUESTIONNAIRE Continued 
18 5 years ago . Loss of Dec 1993 -signs of confusion. Wandering. Violent ideas 
memory Loss of memory towards wife. Crisis Point. 
19 6 months ago. Not too bad a Wife came with pt. and Memory - very poor. Lack of 
year ago. Dr. B. wrote "poor discussed poor memory, awareness. His wife is elderly 
memory' on record card. needing help with ADLs and could do with support. 
( cooking, dressing) and urinary 
incontinence. 
20 Son brought attention to it Not coping physically. Due to Q2 and the son 
Jan 95, (Referred 04.01.95) Dangerous living requesting that she requires 
arrangements. help. 
21 
22 July 1994 (referred Poor short term memory Wife came to see GP in Jan. 
17.01.95) and said pt. gone ''totally 
mental". Paranoid delusions. 
Thought people out to get him. 
Crisis situation since 16.01-
sectioned early February as 
threatened to kill his wife. 
23 Dec '94 (referred 17.01.95) Poor memory Memory problems only. 
24 GP not questioned as did not 
suspect the possibility of 
dementia 
25 (No referral letter. Pt Forgetfulness Wife was finding it difficult to 
assessed 31,01,97 as DV.) Confusion manage at home - starting to 
January94 Word-finding difficulties reach crisis point. 
Crisis? Not quite - nearly. 
26 6 weeks ago Preoccupation with telephone Warden and neighbours were 
calls - thought they were concerned about her behaviour 
nuisance calls. re phone calls. 
27 May '92 - some confusion Confusion Daughter came into surgery. 
since holiday. Periodically No self-care/household tasks. 
got worse. (referred Difficulty with bathing. 
30.01.95) Agitated -upsetting son. 
Increase in confusion. More 
work for relatives. Team for 
Elderly (HV based) brought 
into help. Mental score 1/10 
done by Dr. K. 
Crisis? Crumbling in the care 
situation. Minor crisis. 
28 1992 (referred 03.02.95) Poor memory All of the above and finally 
Husband having to perform acceptance by husband. 
most tasks at home. 
Wandering. 
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VERBATIM RESPONSES FROM 3 QUESTION TELEPHONE QUESTIONNAIRE Continued 
29 16.01.95 (referred 07.02.95) Patient reported difficulties Concern that he might have an 
with word-recall organic brain lesion as has 
been recently diagnosed as 
having Parkinson's Disease. 
Patient Anxiety. 
30 More than 5 years ago. Forgetfulness While at nursing home for 
respite care she became very 
agitated such that she required 
one-to -one nursing care. 
31 Nov. '94 (referred 10.02.95) Forgetfulness Paranoid features - idea of 
persecution 
Wasn't coping at home 
Referred in Jan. to CPN -
generally refer to CPNs after 
doing blood tests. 
Crisis? Yes 
32 Suspected may '93 - early Suspect memory problems with Becoming sleepy 
Alzheimer's. (Referred details of consultation/ wife Poor recent memory 
17.02.95) having to prompt him to Loss of new learning. 
remember appointment. Crisis? No crisis. 
33 27.01.95 (referred 13.02.95) Mental deterioration Sameas2 
Increase in incontinence 
Poor sleeping 
Increase in confusion. 
34 Missing 
35 Nov. 92 (referred 03.03.95) Poor memory Poor memory 
Confusion 
Disorientation 
36 4 months ago Memory failure Disturbed thought pattern 
Confusion Confusion 
37 05.10.92 (referred 06.03.95) Occasional variable confusion - Consequent problems to carers 
transient at first with long and patient's increasingly 
lucid intervals confused depression. 
38 17.11.94 (referred 15.03.95) Neighbour rang to say had Neighbours keep saying 
been asked by patient if her worried about confusion; can't 
mother was there (mother has work out how to use cooker, 
been dead for years) Had left plagued by thought of mother. 
food out for mother. Problems with self-care. 
Muddled thinking. Not taking 
medication. 
Missing appointments. 
Crisis?No 
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VERBATIM RESPONSES FROM 3 QUESTION TELEPHONE QUESTIONNAIRE continued 
39 Dec '90 (referred 16.02.95) Wife reported it. Wife's difficulty in coping with 
Poor short-term memory - increasingly demanding 
progressive. behaviour and dependence 
Change in behaviour patterns - upon her. 
sexual and otherwise. 
Inappropriate responses. 
40 Not referred for depression Crisis point patient and wife 
but for agitation /depression. desperate. 
41 Oct.'94 (referred 17.03.95) Poor attention span Acceptance by husband that 
poor memory there was no underlying 
Poor cognitive function. pathology and help was 
available. 
42 March 1995 (referred Daughter reported As above. 
22.03.95) forgetfulness and pre- No crisis. 
occupation with bowels. 
43 Not a typical referral as NIA Behavioural problems of 
patient on trial from out of agitation and aggression. 
area. advice sought re possible use of 
Known on first new patient drugs and backup for 
assessment appropriate placement. 
44 04 .11. 94 ( referred Poor memory Poor memory 
04.04.95) 
45 11.07.90 (referred to Tremor 11.04.95 Sudden loss of 
Geriatricians and then Loss of memory speech 
neurologist) referred Blank look on and off. Loss of memory 
MHSOP 21.04 95. Loss of co-ordination 
46 March 1995 (referred Confused Ability to cope socially -
01.05.95) Aggressive. becoming a problem to his 
neighbours and family -
heightened when wife died. 
47 24.03.95 (referred Confused. Age 
03.05.95) Son cannot cope with her Son could not manage 
reduced mobility Difficult to provide stimulation 
Scoring less than 5. at home. 
Son could not afford services District nurses were not keen 
(like home help) to do washing, bathing etc. 
Crisis situation. 
48 9 months ago Forgetfulness Increase in prominent 
Repetitive speaking symptoms. 
Unaware of family members Wife becoming unable to cope. 
(some) Crisis? Yes 
49 6 months ago Short-term memory problems- management of dementia as 
failure to remember recent progresses. 
events ( e.g. refers to husband 
who died last year.) 
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VERBATIM RESPONSES FROM 3 QUESTION TELEPHONE QUESTIONNAIRE continued 
51 4.5 years ago Memory impairment Inability to cope and live by 
Confusion himself. 
53 March 1993 (referred Forgetfulness. Forgetfulness 
16.06.95) Husband had Cannot recognise her husband Clinically -physical exams 
noticed deteriorating were normal initially in 1993. 
mental state 18 months Crisis? In June 1993 when 
before that. can't sleep. Kept on talking. 
Denied hearing voices. Can't 
know her husband. Exhausted 
from insomnia. 
55 Nov. 1993 (referred Forgetfulness Initially referred for atrial 
21.06.95) Unusual behaviour. fibrillation and hypertension to 
Ethanol abuse. the Consultant Physician when 
Loss of interest. early dementia was also 
diagnosed. So referred to CPN 
for assessment of confusion, 
state of mind, peculiar 
behaviour, mood swings etc. 
Crisis? Wife unable to cope 
with his abnormal and 
aggressive behaviour. 
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APPENDIX 10: RELEVANT QUOTES FROM GP REFERRAL LETTERS 
No 
1 
2 
3 
4 
5 
6 
7 
8 
RELEVANT QUOTES 
1. Clearly his memory is very poor, he can only retain information for a few minutes. 
2. However, he is aware that this is a great problem for him and feels it is frustrating for him 
3. and for those around him. 
4. He does very little to help in the house where he lives 
5. and seems to have some difficulty fitting in there. 
6. He doesn't know his address or where he used to live before he moved to Newhaven. He was unable 
to tell me what he had for breakfast that morning or whether he had any other family, and it seems 
that both his short-term and his long-term memory are affected. 
7. Mrs G has become increasingly demented over the past 2 years 
8. and unfortunately the abrasive and unco-operative side to her nature that has always been present 
has become far more pronounced 
9. to the extent that she has antagonised her son and daughter 
10. She was having frequent falls in her home where she lives alone and 
11. because of her increasing confusion she was unable to look after herself 
12. She does tend to run rather high blood sugars but we have taken the decision to discontinue her oral 
hypoglycaemic as the compliance was rather poor and we were concerned that she might take too 
many, having forgotten that she had taken them earlier 
13. Ever since she has been on my list (3 years) she has had early symptoms of Paraphrenia and also 
14. short-term memory 
.. according to daughter (lives next door) she seems to get rather difficult now, at times getting rather 
abusive 
15. She suffers from dementia but has been stable throughout her stay until one month ago. 
16. Since then she has been increasingly unhappy 
17. and noisy, causing disturbances night and day 
18. and, in total contrast to her previous self. 
19. Over past couple of years she has had one or two events suggestive ofTIAs and 
20. has persistent symptoms in her left hand of numbness and tingling which are not borne out by 
objective assessment. 
21. In the last few weeks she has been trying to 'escape' from her downstairs bedroom window and does 
so at night. 
22. She gives quite a lucid account of the events on each occasion and tells me she was trying to get 
home. A moment later she admits she has no home to go to except the one at St. D.s. 
23. She is disorientated in time and place and her short-term memory is very poor 
24. when I last questioned about these things (her medication) she said that she was not taking them 
25. 3 month history of visual hallucinations- (sees) people unknown to in the house. 
26. He did have mild depression in May treated with Prozac but this was discontinued by H. 2 
months ago with no change in his hallucinations 
27. Because of his amputation he feels physically helpless and a recurring fear is that an intruder 
may enter the home and he would be unable to defend his wife 
28 ... his wife reports his memory has been worse recently. 
29. My partner did a mini-cognitive state examination when he scored 8/10 
Telephone referral from rest home 
30. Early dementia 
31. On Melleril and Temaz.epam neither of which is much help 
32. He has a progressive dementia which I think is secondary to an encephalopathy, 
33. probably secondary to alcoholism in the past. 
34 ... his limbs are now becoming spastic .... finding it increasingly difficult to walk 
35 ... has hypertension .. stroke 5 years ago 
36. He stays with a lady friend who looks after him very well but they are on the brink of being 
unable to cope. 
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RELEVANT QUOTES FROM GP REFERRAL LETTERS CONTINUED 
9 37. Very poor short term memory and 
38. ..is becoming physically frail. 
39. He did have an alcohol problem in the past. He probably drinks 21 units per week. 
40. His family are finding it increasingly difficult to mange him .. helpful to wife if he could stay 
longer at day centre 
10 41. .. Seems to be developing Alzheimer's Disease. 
42. He is driving his wife and caring daughter around the bend with 
43. His increasing forgetfulness and 
44. Recently inappropriate behaviour. 
45. He recently left all the gas on unlit and we feel he is a danger to his family. 
11 46. ..Lives alone, has been giving cause for concern recently. 
47. She appears to have intermittent confusional states. The latest one was in August, when she 
had to be admitted and it may have been related to UTI (urinary tract infection) or TIA 
(transient ischaemic attack) . 
48. ... also distressed because she realises that she is not her normal self 
49. She has been very forgetful for quite a long time, whether it is forgetting to put on her GTN 
patches or 
50. Whether it is forgetting to wash herself 
12 51. Basically he is unhappy, weeping and depressed and I think life holds very little for him. 
52. He has difficulty controlling his bowels and 
53. I think he and his devoted wife find life really quite unfair and difficult 
13 54. In March 1989, she suffered acute anxiety with cancer phobia, following a bona fide 
myocardial infarction 
55. .. Calls out GP extremely frequently (3 doctors in 8 days) 
56. Her son came to see me to say this really can't go on. 
57. She has a great anxiety that she has consumption or pneumonia. 
58. Gets prescribed medication and which she subsequently does not take 
59. Granddaughter .. .is losing patience 
60. ..son feels very frustrated 
61. Mr B. (husband ) is under extreme stress and was in tears 
14 62. .. assessed by CPN .. patient seemed confused and 
63. .. very anxious 
64. ..in spite of taking Stelazine he is still restless 
65. not sleeping 
66. or eating 
15 67. I would be very grateful for your help with this unfortunate man who is showing signs of a 
dementing illness 
68. and considerable lack of ability to control his temper. 
69. ..almost totally blind-, something which he has never accepted 
70. ..over the years has become more prone to out-bursts 
71. The cause of present referral is that he is now terrifying his home care helpers to the extent that 
they are threatening to withdraw completely 
72. with the result of him being virtually unable to cope at home. 
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16 73. This 89 year old lady has been increasingly muddled over the past 10 months, especially so 
over the last three. 
74. She has no insight into her problems and is no longer really capable of living an independent 
existence . 
75. ... now become disorientated in time and place 
76 . and has been found wandering 
77. .. she no longer knows her own address 
78. She leaves the door of the house open and 
79. was recently swindled out of some money on her own doorstep. 
80. . ... fails to recognise own cat and wonders what it is doing in her house. 
81. adamant that she is coping even when confronted with evidence that she is not 
82. .. obviously at risk from intruders 
83. I am fearful for her physical safety as she insists on keeping her open fire lit 
84. Daughter .. extremely concerned for her welfare 
85. ..refuses to move to more suitable accommodation 
17 86. . .. her increasing confusion 
87. Suffers from early Alzheimer' s Disease 
88. ..did not attend appointment due to a possible CV A (cerebral vascular accident) 
89. She has deteriorated with episodes of crying and distress 
90. We fear she may be depressed but wish to take your expert opinion before initiating anti-
depressants 
18 91. Telephone referral requesting an urgent DV 
92. Alzheimer's 
93. Crisis last night-threatened to kill his wife 
94. Wandering 
95. GP can find no organic cause for this acute Confusional state 
19 96. ..apparent from talking to him and wife (at diabetic review clinic) that he has dementia and is 
in need of some help. 
97. His short term memory is poor and he 
98. needs help with dressing. 
99. He is unable to use the cooker or other appliances. 
I 00. Problems of urinary frequency with urgency and nocturia 5 times a night 
20 IO 1. Poor short-term memory 
l 02. and she is on the point now of not coping. 
103. Her husband died suddenly in I 980 and she had a severe bereavement reaction requiring 
hospitalisation. 
104. Lives alone, .. son realised the significance of problems and came with his mother today. 
21 105. Telephone request for DV - in a home 
106. Wandering 
107. Confusion 
108. Doubly incontinent 
109. No short-term memory 
22 110. Telephone referral leading to Fem admission 
111. From CPN report seems problems discussed on the phone. situation deteriorated over a few 
days. 
112. Patient psychotic 
23 113. I would be grateful for your opinion and advice on this man whom I think may be becoming 
demented. 
114. Wife and daughter came to see me and 
1 I 5. said he had been increasingly lethargic over the previous 18 months and often wanted to stay in 
bed. 
l I 6. His memory has been poor for a long time and 
117. he tended to walk with a slow ,shuffling gait. 
1 I 8. ..his only complaint was that he did not feel I 00% 
119. He did admit to a poor memory 
120. Could only tell me correct month and his own date of birth. He could not recall the correct 
month, day of the week, the present year, the prime minister or any recent event on the news 
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24. 
25 
26. 
27. 
28. 
121. Started visual hallucinations for no apparent cause. He describes faceless ghosts that are in his 
flat, which he doesn't recognise and cause hi no distress. 
122. He is also getting a little confused about routine tasks such as being unable to remember which 
end of the bed to get into. 
123. No referral letter. Patient an in-patient at Victoria Hospital 
124. I am writing to let you know the name and address of a patient of mine I think may be 
developing early dementia of the Alzheimer's type. 
125. I've been prompted to do so (refer) by warden of the sheltered flats .. who has noticed Miss P 
appears confused at times with extremely poor short-term memory 
126. She (warden) is concerned at 
127. what she regards as her ( Miss P.) poor diet. 
128. Just recently, she (Miss P) rang requesting me to visit, saying that she had been unable to sleep 
the previous few nights because she has been having nuisance calls during the night. The 
warden confirmed this story, but it is impossible so far to verify this or not. 
144. I would be grateful if you could review this lady who is demented 
145. and over the last several weeks is becoming increasingly agitated toward the evening 
especially 
146. and not sleeping at night. 
147. We have tried Stelazine 1 mg b.d .. I initially increases this to 2 at night as well and then tried 
Melleril in the evening 50 mg at night including Temazepam. Unfortunately this has not helped. 
Kaz (CPN) came to have a look to see whether there was anything he could suggest. He is 
suggesting increasing Temazepam to 20 mg at night and using Melleril pm keeping her on Stelazine 
1 mg b.d. However she is still increasingly agitated at night and I would be if you could see her as 
soon as possible to try and get this controlled 
148. for the family's sake. 
144. I was wondering if you could see this lady who has been getting more and more confused over 
a vast number of years. 
145. Her husband has been coping admirably with her, but it has now got to the stage where she is 
so forgetful and so confused 
146. he cannot leave her for one minute. 
147. A mental test score gave a value of about two at the very most (very low score indicating 
cognitive impairment) 
148. .. and this gentleman needs some help very urgently indeed 
29. 132. - increasing memory loss over the past year. 
133. He has found it quite upsetting that he has had to cancel lectures that he gives to voluntary 
societies because of 
134. nominal aphasia (word-finding difficulties) although .. I have never noticed this to be a 
particular problem. 
135 .... diagnosed as having Parkinson's Disease 
136. He has always been a rather anxious chap and 
137. has suffered from depression in the past and although he is not overtly depressed at present, 
30 No referral letter 
31 Referred to Fem via CPNs -no referral letter 
32. 138.For some months he has noticed increased drowsiness 
139.with poor memory ofrecent events 
140.and certainly a loss of new learning. 
141.He 
142.and his wife are beginning to be worried by his symptoms. 
143.Past history of TIA (transient ischaemic attacks) 
33. 144. We cannot find a physical cause for her increasing dementia 
RELEVANT QUOTES FROM GP REFERRAL LETTERS CONTINUED 
34 145. Telephone referral .No medical cause for his confusion 
146. Very stubborn man .... Argumentative 
147. Not looking after himself 
148. Refused help 
149. Worrying neighbours 
150. Sometimes refuses to answer door 
35. 151 ... see this lady whose very poor memory 
152. causes a lot of concern to her husband and other family members. 
153. leaves gas on unlit 
154. and cannot be safely left on her own 
155 ... causing a great deal of stress within the family 
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156. Miss H admitted to a poor memory but made light of it and said it did not really matter to her. 
157. On formal testing, she was able to recall the day of the week, and her date of birth (but not her year 
of birth). She was unable to recall the day of the week, date, month, year, recent events, prime 
minister or Monarch. 
36. 158. 158.TIA two years previous. 
159. Her memory started failing over the last 4 months 
160. I gave her Melleril to help control her disturbed nights 
161. .. but this has not been very effective 
37. 162. She has recently become demented 
163. and depressed 
164 ... one of the problems is that her dementia is not sufficiently bad for her to be unaware of her state 
165. She is bewildered most of the time 
166. and spends a lot of time in tears when she becomes aware of how limited and changed her 
functional ability is 
167 ... completely lacking in appetite and losing weight 
38. 168. I would like to ask your opinion about this .. man whom I suspect is suffering from an early dementia 
of the Alzheimer type 
169. Her friends are becoming concerned about her 
170. I was called in by her neighbour who was surprised that Ms. C .. telephoned her the previous 
evening to ask "ls my mother with you? I've looked everywhere and can't find her" 
171. . .left food out for her mother around the house 
172 ... kept saying "the duchess keeps telling me I must do the ironing" 
173. On another occasion she would say "Molly is not here she is in St. Albans" 
174. Vicar reports frequent confusion and forgetfulness-she arrived at their home the day after boxing 
day expecting a party having an invitation which was dated several years previously. 
175 ... Plagued by thoughts of her mother 
176 .... can't work out how to use her cooker 
177. and really needs a homehelp .. piles of washing up and big black cobwebs around the living room 
178. her neighbours wonder if she doesn't take her medication properly 
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39. 
40. 
41. 
42. 
43. 
179. Wife, CPN and senior day service worker are anxious I request your review of him because 
180. of increasingly difficult behaviour-(labile, 'childlike', dependant) 
181. increasingly frequent falls .. and 
182. general deterioration in both his mental state 
183. and physical activity 
184. You first saw him in Jan. 1991 with behavioural problems .. excessive sexual demands on his 
wife and rather uninhibited masturbation sessions in living room of his house .. No evidence of 
dementia found at that time 
185. His behaviour has become increasingly dependant 
186. - his wife is fearful to leave him alone at home, 
187. and he has had several falls to fuel her anxiety. 
188. He regularly nods off to sleep during the day, 
189. is very emotionally labile and 
190. certainly gives a story consistent with a progressive, albeit at the moment fairly mild dementing 
illness. 
191. is being driven mad by shingle pain. 
192. Slightly delirious but no fever and no signs of infection. 
193. Mentally very distracted and 
194. verbally abusive towards wife 
Enclosed CPN' Letter 
195 ... numerous episodes ofagitation, insomnia and other neurotic disturbances 
196. causing a great deal of distress to J. 
197. and his wife. 
198. Physical component to these episodes-chronic pain in feet, diabetes related problems, bony 
pains in the wrists. 
199. Mobility problems-uses mobile chair because he is unable to walk 
200. His wife has just contacted me saying since his discharge from hospital suffering from shingles, 
he has become entirely unmanageable 
201. with no sleep, constant a~tation, irritability and 'nonsensical babbling' 
202. This lady has a dementing illness. Investigations from Geriatricians normal 
203. Over this period of time she has been getting progressively more forgetful 
204. and progressively more difficult to live with. 
205. Husband has come to me and it seems that he is just about managing with the social 
circumstances that he has got .. could be offered more help 
206. Thank you for your assessment by your dementia team of this 86 year old lady.Jives in a rest 
home .. daughter says 
207. she has become very demanding 
208. forgetful 
209. and that she has developed a fetish about her bowels, taking medication if she is late opening 
them on any one day 
210.1 would be glad of your help in assessing this man who has .. moved to live in a rest home and 
they are having problems coping 
211.with his confusion 
212.and intermittent agitation 
213.and violence. 
214. There have been two episodes of faecal incontinence and an episode when he has passed urine in 
the wash-hand basin in his room 
215.non-insulin dependant diabetic who had a CV A in January of this year 
216.On examination he is confused 
217.and persistently talks about his daughters. 
218.He has expressive dysphasia (expressive language problems) 
219.1 suspect that the home that has been chosen is actually not geared up adequately to cope with 
his needs and that the family would do better to move him to different accommodation 
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44. 
45. 
46. 
47 
220. I would be most grateful for your expert opinion and assessment of this lady who has recently 
been diagnosed as having Alzheimer's disease. She saw GM (Geriatrician) because of poor 
memory. 
221. Her husband says her memory is now very poor 
222. and he feels unhaoov to leave her alone for long. 
223. Seen previously-suffering from early dementia and the possibility of Korsakoff-Wernicke 
syndrome 
224. Recently lost co-ordination of speech 
225. and memory loss. 
226. He feels unsafe to go out because he forgets his address 
227. concern to neighbours and relatives due 
228. to increasing confused behaviour 
229 ... increasingly forgetful 
230. and suspicious of those around him 
231. with talk confused and rambling at times. 
232. clothes poorly put on - buttons not done up correctly 
233. I feel a dementing illness is likely here 
234. A major concern is that he continues to drive despite vigorous attempts to the contrary from 
myself and others. 
235. He has refused social services help 
236. and is increasingly cantankerous with neighbours 
237. admitted with depression 
238. Telephone referral. Urgent. CPN has assessed. Social services contacted Senile dementia 
239. Home situation not good 
240. Very confused 
241. hypertensive 
Letter from CPN 
242. Crisis 4 days prior to visit 
243. Visual hallucinations- very disturbing images worse at night 
244. Son (72 years) said "worst 24 hours of my life" .. crisis .at breaking point 
245. Screaming and shouting, trying to get animals out of the house because she thought it was 
flooding 
246. Crippled with arthritis so has to drag herself around the floor using her hands 
247. Medication prescribed by GP did not help 
248 . .. Son recalled had memory problems then (six years ago) 
249. In the last three years her mobility has decreased further 
250 ... Son has to do everything for her 
251. .. when she woke up (today) .. poor orientation for time 
252. she claimed that she could look after herself and do all the housework -in fact she cannot get up 
from her chair without help and cannot stand independently 
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48. 
49. 
50 
51. 
253. Request for DV .. at your convenience .. for fluctuating dementia 
254. ..and hallucinations 
255. having increasingly frequent episodes of confusion 
256. History of hypertension-TIA 20 years ago 
257. Chronic UTI- increasing incontinence (now has catheter) 
258. confusion 
259. and falls 
260. Wife has to do everything for him 
261. Memory very poor which 
262. stops him taking part in Church service (as minister) as he can' t remember what he has 
said 
263. He cannot find words 
264. Loses way around flat 
265. Forgets what he has just called out for to his wife 
266. says "funny things " to his wife 
267. Confused about own children 
268. ..asks same question over and over again 
269. Lately he has been hallucinating about objects .. 
270. Increasing dependence on his wife-
271. she has to take him to the toilet and wipe his bottom. 
272 ... to be seen by your dementia team .. difficulty with short-term memory and failure to 
remember recent events now going back more than 6 months 
273 . .. thinks husband still alive when in reality he died last year 
274. Agitated in the evenings when she is looking out the window waiting for her husband to come 
home 
275. Telephone referral for urgent DV Confused 
276. Disorientated 
277. Unreasonably aggressive 
278. Spatial temporal confusion 
279. Has been going gently downhill but husband has been coping 
280. Precipitating factor-husband has been taken to hospital as a surgical emergency. Currently 
staying with daughter .. needs to be sorted before husband returns as he will not be able to cope with 
her then 
281. .. admitted 1988 and 1991 for depression 
282. but the problem now seems to be one of self-neglect and this is 
283. causing increasing concern to his home helps and the other residents in block as 
284. he managed to set his flat alight 3 months ago and sustained 12% thickness burns 
285. .Discharged himself early from hospital against advice 
286. Spends all day in bed or sitting watching TV 
287. Neglects personal hygiene 
288. . .. abusive towards female helpers 
289. Social services concerned his is a danger to himself and others 
290. and the question of being forcibly removed from the flats has been brought up. 
291. There is a question of whether he is suffering from any treatable mental disorder 
292. limited grasp of reality of present circumstances 
293. However, although he suffers from a mild spastic diplegia with a slight speech impediment 
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52. 
53. 
54 
55 
56 
294.he appears to have had a personality change of gradual onset 
295. Agitation, including night time waking 
296. Headaches 
297. Occasional emotional outbursts, crying 
298. a degree of forgetfulness 
299. losing weight 
300. with little appetite but doesn't present himself as being particularly unwell by this 
301. I wondered if there was a degree of marked depression here 
302. in addition to nausea associated with occasional vomiting .. 
303. She has suddenly become very agitated, 
304. forgetful and 
305. unable to look after herself 
306. She is not coping very well 
307. and unable to sleep. 
308. She is not eatinfY'drinking very much 
309. From attached CPN letter 
310. Since return home (from respite care) Mrs. V has shown more frequent outbursts of difficult 
and non-co-operative behaviour 
311. The strain of looking after her is really beginning to show and he feels that the time has come 
to consider her for permanent care now . 
312.I feel a period of assessment might be helpful when we will be able to establish which kind of 
residential care might suit her best. 
313.Telephone referral for urgent DV Very disturbed at night 
314. Wandering 
315. Sees people in flat (sheltered flat) 
316. Relatives have washed their hands of her. 
317. Has ischaemic attacks from time to time Hypertension 
318. No referral letter. Known to service and seen on urgent DV and admitted to Fem for 
assessment and respite and possibly for placement. 
319. According to admission notes from FERN: 
320. Wife overstressed and finding it difficult to cope with the present situation 
321. heavy drinker for many years and now gradually deteriorating. worsening dementia -alcohol-
related 
322. Poor mobility, 
323. losing interest in things 
324. depressed 
325. urinary incontinence 
326. No referral letter as admitted from out-patients for treatment of severe depression. 
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Classification of Diagnosis as a reason for referral 
1. Diagnosis of dementia established previously - usually reference is made to a formal assessment 
having being done but the letter may just state this person has ( as opposed to suspects) · 
Alzheimer's disease or multi-infarct dementia or KorsakofI- Wernicke encephalopathy etc. 
2. Diagnosis of dementia assumed: diagnosis appears to be based on the GPs clinical impression 
without reference to a formal assessment being completed. The letter does not appear to want 
further diagnostic investigations as the emphasis is on specified problems or how to manage the 
patient. 
3. (a) Diagnosis of dementia suspected and further clarification wanted or implied: 
Or 
GP may state that s/he believes that the person has a dementia but indicates that s/he would value 
an expert opinion. 
(b) Diagnosis not referred to but the letter includes problems requiring assessment, which are typical 
of dementia (memory loss, confusion, and mental deterioration, not coping at home with ADLs) 
which suggests that the GP is aware of the possibility of dementia 
In both the above, clarification of the diagnosis is still secondary to the problems described as 
requiring intervention. · 
4. Diagnostic assessment of dementia a central issue: GP may describe a number of symptoms 
typical of dementia and ask for a formal assessment. S/he may mention that a screening for 
organicity is required or ask for a formal diagnosis for the purposes of admission to residential 
care. 
5. Dementia diagnosis not suspected: The letter may describe psychiatric symptoms requiring 
attention without acknowledging the possibility of cognitive impairment. 
APPENDIX 12: CLASSIFICATON OF CARER FACTORS AS A REASON FOR REFERRAL 
I.No carer mentioned or no longer involved. 
2.Non-resident relative/friend/neighbour (but not formal care staff) prompted the referral or 
expressing concern about patient's ability to manage. 
3.Resident carer expressing concern or needing more support in caring for the patient 
4.Carer not coping 
5. Residential Home care staff reporting problems coping 
6. Formal community care staff(home helps, Health visitors, Social Workers) are concerned or 
have problems coping. 
7. Carer involved but they are coping or their ability to cope may not be mentioned. 
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SUMMARY 
The project aimed to investigate ways of increasing 
support to families caring for a confused elderly person. 
Twenty-nine structured interviews were completed to gather 
information on the kinds of difficulties the families ex-
perienced and how they coped with them. Of these, 18 were 
selected for an intervention study which compared Reality 
Orientation with an active treatment control 'Reactivation 
Therapy' (a mixture of physical exercises and purposeful 
craftwork). The principal caretaker of the client was engaged 
as a co-therapist and asked to carry out one of the programmes 
for 20 minutes each day. The psychologist visited weekly to 
provide supervision and to monitor progress. 
-Cognitive ~nd behavioural changes were assessed using 
·the Clifton Assessment Procedure for the Elderly (CAPE) at 
pre-, mid and post-treatment. The client's mood, ·the care-
taker's perception of the client's mood and the caretaker's 
own mood were also monitored. A six-week follow-up study was 
then completed. 
The results of the CAPE were analysed using a three-way 
ANOVA. No significant changes were found on the cognitive 
scale, but between the pre-treatment and follow-up assessment 
there was a significant improvement in behaviour ratings 
·(significant at the 5% level). There were no significant 
differences between the two groups on any of the measures and 
so it was concluded that Reality Orientation is no more 
effective than an active treatment control in improving the 
cognitive and behavioural abilities of confused elderly 
people. 
The mood scale results did not support the prediction 
that the mood of the client and/or the caretaker would 
improve over the course of treatment. 
Various interpretations of the above results are dis-
cussed and indications given for future research projects. 
CHAPTER 1 
INTRODUCTION 
1. Demo"graphic Tre·nas· in• Age•ing 
Since the beginning of this century there has been a 
dramatic increase in the number and proportion of elderly 
people in the total population of this country •. In 1931 
less than 10% of the population were over 65 years. By 
1976 this had risen to 14% - or some 7.1 million men and 
women (D.P.c.s. Survey, 1974). 
This increase is expected to continue but it is predicted 
that whereas the proportion of people between the ages of 65 
to 74 years may fall, those over the age of 75 years will 
increase rapidly. By 1995 their number is estimated at 2.4 
million (an increase of one-third over two decades). Those 
over the ~ge of 85 are expected to increase to about 700,000 
by the same date. 
2. ImpTicati•ons: fo·r servi:ces for the ·Elderly 
The above figures are particularly disquieti!lg when one 
considers that it is the 'elderly elderly' (the over-75's) 
that make the_ greatest demands on services. In 1971/72, when 
the elderly comprised only 10% of the population, the pro-
portion of public expenditure on social security, health and 
welfare services absorbed by the elderly was 48% (Wroe, 1973). 
Furthermore, if the forementioned population forecasts for 
1992 are accurate, it has been predicted that 73.5% of all 
beds currently available for men and 93.7% of non-maternity 
beds currently available for women could be filled by old 
age pensioners (excluding psychiatric beds) (Bergaman, 1972). 
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In psychiatric institutions, Jolly and Arie (1978) re-
ported that nearly one-half of inpatients and one-quarter of 
admissions are aged 65 years and over. Beginning with the 
1959 Mental Health Act, the government has reacted to the 
situation by encouraging greater emphasis on community care. 
This may have been motivated by economic consideration and 
the desire to relieve the strain on medical and psychiatric 
in~~itutions, and/or by the realisation that 95% of elderly 
people were actually living in the community and their needs 
were unrecognised and unmet (Townsend and Wedderburn, 1962; 
Williamson, 1964; Brocklehurst, 1978). 
3. Dementia 
One of the major mental health problems amongst the 
elderly is dementia. In Kay et al's (1964) Newcastle study 
it was found that in a 2½-year follow-up period those carrying 
a diagnosis of dementia were two and a half times as likely 
to have been admitted to hospitals and homes as were 'normal' 
elderly people, and their aggregate stay was four and a half 
times as long in hospitals and 10 times as long in residential 
homes. 
More recently, a Mental Health Enquiry (1975) revealed 
that dementia represented 31% of all first-time admissions to 
psychiatric hospitals for over-65 age group. 
The pr~valence of dementia has been recorded in many 
studies and the various estimates seem to agree fairly well, 
i.e. dementia is estimated to be present in some 10% of the 
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elderly and half of these cases are classified as severe~ 
The prevalence rate increases to 20% for the over-80's (Kay, 
1964; Arie, 1973; Bergman, 1977; Usher, 1977). Considering 
the population estimates for these people, dementia is arguably 
one of the most significant single problems facing Health and 
Social Ser:vices. 
4. The Nature of Dementia 
For the purposes of this study the term 'dementia' will 
be defined according to Marsden's (1978) definition: 
"Dementia is defined as a syndrome of global dis-
turbance of higher mental function in an alert 
patient." 
The term 'elderly confused' will be used to describe an elderly 
person with a diagnosis of either stroke or dementia. 
Of all senile dementias, approximately 15% are caused 
by multi-infarct changes (a series of mini-strokes producing 
diffuse brain damage) and 50% by an Alzheimer-type disease 
(a degeneration of the parenchymatous tissue with the presence 
of two types of lesions - senile plaques and neurofibrillary 
tangles). Approximately 20% of senile dementias show evidence 
of both forms and a further 15% have pathology other than 
these two (see Pearce and Miller, 1973; Constantinidous, 1978; 
Marsden, 1978 and Sloane, 1980 for fuller descriptions). 
The major clinical features of dementia include dis-
orientation for person, place and time, impairment of memory, 
intellectual deterioration, personality changes, affective 
disorders and focal neurological symptoms (Miller, 1977). 
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Estimates of life expectancy following a diagnosis of dementia 
vary considerably. Increased mortality, however, has been 
established in both hospital and community samples (Shah, 
1969; Kay, 1970; Wang, 1971; Gilmore, 1975). 
5. Management of the Elderly Confused 
Despite the fact that the elderly confused make heavy 
d~mands upon institutional/residential services, they are 
mainly cared for in the community. Kay {1964) reported that 
for every one confused elderly person in institutional accom-
modation, there were five living in the community. It is 
therefore important to-·determine what factors favour survival 
in the community if a policy of community care is being 
advocated. 
6. Determinants of Survival in the Community 
Brody (1977) found that the differential levels of func-
tioning did not predict the placement of the chronically ill/ 
disabled elderly in institutions or in the community. The 
critical variable was found in the presence of a caring unit, 
i.e. a spouse or children. Bergman {1978) reached similar 
conclusions but noted that patients living with an elderly 
spouse were more vulnerable than those living with children. 
Furthermore, he found that adequate health and social support 
were important elements in survival in the community. Far 
fewer services were received by the families caring for their 
relative than by those living alone. After careful assessment, 
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B..ed¥ concluded the former could benefit from increased 
support services more than the latter group, residential 
accommodation being the preferred course of action in 64% of 
these cases. He also noted that the average age at which 
elderly people living with families enter residential care is 
three years younger than those who live alone. He therefore 
concluded that better use could be made of community resources 
if-they were focused more in supporting families looking after 
an elderly relative. 
7. Family Care Of the Elderly 
Shanas (1979) discusses the myth that old people are 
alienated from their families. She found that 52% of non-
institutionalised elderly people lived either with one of 
their children or within 10 minutes distance. As this figure 
did not change over a 20-year period, she maintains that 
people still care for their older relatives as much as they 
did previously. 
The fact that elderly people rely on their children for 
general assistance and seek their help in times of crisis is 
well documented (Riley and Forer, 1968; Troll, 1971; Neugarten, 
1975; Abrams, 1977; Brody, 1977). Female relatives have been 
found to feel a greater responsibility for assisting their 
ageing parents than male relatives (Gray and Smith, 1960; 
Townsend, 1968). 
Concern has been expressed that in future there may not 
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be as many caretakers able to take on these responsibilities •. 
Moroney (1977) has documented the social changes which include 
a decrease in the number of single-person carers and the 
tendency for more married women to go out to work (see also 
Treas, 1977). However, MIND (1980) noted that there is still 
a substantial number of single men and women caring for an 
elderly relative in this country, i.e. some 300,000, and 
comment that their needs are often neglected. 
The necessity to tailor community services to meet the 
needs of family caretakers (including day support for those 
wishing to work) is essential if community care is to be a 
viable and humane alternative to residential/institutional 
care. 
8. Problems of Families Caring for an Elderly Relative 
The fact that families caring for elderly relatives 
endure considerable personal, social and economic stress has 
long been recognised (Townsend, 1957; Klein, 1967; Grad and 
Sainsbury, 1968; Isaacs, 1971, 1972; Lopata, 1973; Brody, 1977; 
Fengler, 1979; Robinson and Thunher, 1979; Gilhouney, 1980). 
It is the families whose relatives are suffering from either 
an organic disorder or a personality disorder that are most 
adversely affected (Grad and Sainsbury, 1968). Brody (1977) 
commented that it is usually only after everything else has 
been tried that the decision to apply for residential care is 
reached. Breakdown of family support, however, accounts for 
12% of institutional admissions (Bergman, 1977). 
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The kinds of symptoms of the dependant most likely to 
cause distress in caretakers were found to include.aggression, 
delusions, confusion and an inability to care for self (Grad 
and Sainsbury, 1968). In a more comprehensive study, Sangford 
(1975) interviewed 50 of the supporters of relatives who had 
been admitted to a geriatric ward. The causes of inability 
to cope were identified and the supporters asked which prob-
lems would have to be alleviated to restore a tolerable situ-
ation at home. These problems were classified into three 
groups: (1) dependants behaviour patterns, (2) the supporters' 
own limitations to cope, and (3) environmental and social 
conditions. In group (1) the most frequently reported prob-
lem was sleep disturbance (often caused by the dependant's 
night wandering, which was also poorly tolerated). Faecal 
incontinence and general immobility were also frequently 
reported and poorly tolerated. Frequent but well-tolerated 
problems in this_ group include~ urinary incontinence, inability 
to wash and inability to dress unaided. 
In the second group, the most common problem was anxiety 
and/or depression usually attributed to looking after the 
relative. Lack of physical strength was also frequent but 
both these problems were well-tolerated. In the third group 
of factors (accounting for only 12% of the total responses), 
restrictions on social life was a frequent problem. About 
one-quarter of the supporters felt they could ·not leave their 
relative for more than one hour. 
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Most of the_factors that the relatives felt unable to 
cope with fell into_ group (1). Other studies have focused 
more on the psychological factors in the supporters - problems 
that made up only 16% of the factors in Sangford's study 
group (2). Grad and Sainsbury (1968) and Isaacs (1972) both 
found that the incidence of emotional disturbance among 
supporters of the elderly reached 50%. A report from the 
National Council for the Single Woman and her Dependants 
(1978) found from a survey of. 360 single men.and women that 
the most common problems of elderly people at home were 
'senility', mental confusion and loss of memory. Apart- from 
money, the most common problems of the caretakers were loneli-
ness and exhaustion. Similarly, Fengler's (1979) study on 
the experience of the wives of elderly disabled men showed 
that most of the wives' morale was low and correlated with 
that of their husbands. Of those with the lowest morale, the 
most frequently reported problems included isolation, loneli-
ness, economic hardships and role overload. 
9. Ways of Coping with the Problems of Caring for an 
Elderly Rela'tiVe 
Gilhouny (1980) looked at the types of coping strategies 
the supporters utilised in dealing with the problems of caring 
for their elderly confused relatives. She used two broad 
categories - cognitive-coping strategies and behavioural-
coping strategies. The former were based on Pearline and 
Schooler's (1978) four methods of neutralising threats, i.e. 
making positive comparisons, selective ignoring, re-ordering 
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life priorities, ~onverti~g hardships into virtues. The 
beh~vioural strategies included making use of services and 
getti~g other relatives to help in the home. 
Gilhouny found that those relatives using the behavioural 
strat~gies h~d a relat~vely h~gher morale and tended to be 
male. On a· ·p·o·st hoc ·basis she noted that perhaps a more 
appropriate: cat~gory would have been '~gnoring the relative' • 
Those who could not be said to be usi~g either behavioural 
or c~gnitive str.at~gies were found to have a very low morale 
and to be female. 
10. · ear:etaker·s· ·a·s· The·r·api•sts 
Roth (1973) s~ggested that relatives could be trained to 
look after their relatives so that an optimum level of 'love 
and competence' could be reached. He was referri~g more to 
the practical skills invo.l ved in the caretaker's role but the 
same reasoni~g could be used to argue for training supporters 
in ways of dealing with the psychol~gical problems of their 
relative, i.e. confusion and memory difficulties. 
Gilhouny (1980} would perhaps disagree with this suggestion. 
In the light of the frequency of use of the coping strategy 
'ignori~g the relative', she speculated that attempting to 
teach supporters to use training programmes like Reality 
Orientation (described later) would be doomed to failure as 
it would mean focusing on the very behaviours which many 
supporters could only cope with by ignoring them. 
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This issue is obviously one of considerable interest. 
It may be the case that the stress necessitating a coping 
strategy in the first place may partly arise from a sense 
Df helplessness in aiding their relative. If the caretaker 
believes that she could be instrumental in changing the con-
dition of the confused person, then these behaviours might_ 
not be so distressing and her attitude towards the relative 
might be more positive. There is some evidence that Reality 
Orientation (RO) training schemes have been effective in 
changing the attitudes of the staff towards the elderly con-
fused to a more positive one (Smith, 1972) and so the same 
may be true for the caretakers who are relatives. These 
issues deserve further exploration and are a central point 
of the present study. 
The treatment techniques available for the elderly con-
fused will now be reviewed with the aim of selecting those 
that may be both promising and suitable for application by 
the family caretaker. 
11. Treatment ·o·f the· Elderly Confused 
An individual's r~ght to the treatment of a disabling 
condition can rarely have been more often violated than in 
the field of psychogeriatrics. Stereotyped attitudes towards 
elderly people have blinded even the professionals in this 
field to conceivi~g ways of reversing or at least amelior-
ating conditions such as those presented by the confused 
elderly person. 
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Fortunately, this is gradually changing and many in-
novations, both medical and psy~hological, have emerged in 
the last 20 years which have begun to dissipate this attitude 
of therapeutic nihilism (Miller, 1977). 
Theoretical developments have suggested that dementia 
cannot be conceptualised solely in terms of biological deterior-
ation. Personal, sociological and environmental factors must 
be taken into account (Oberleder and Stephens, 1969; Bower, 
1967; Labouvie, 1973). It has therefore become generally 
accepted that psychological interventions may significantly 
contribute to the treatment of elderly confused people. 
Most psychological interventions have been carried out 
in institutions for the elderly. These have taken the form 
of either modifying the environment (including the staff's 
behaviour) and/or modifying the behaviour of the individual 
him/herself. Important contributions have been made using 
operant techniques, 'milieu therapy', activity pr~grammes and 
social therapies. Perhaps the most popular and widely ac-
claimed treatment pr~gramme for the elderly confused is 
Reality Orientation, and this was therefore chosen for evalu-
ation in the present study. This approach will now be described 
and its empirical status discussed. As the active treatment 
control involves ingredients from activity programmes and 
'physical exercise therapy', studies relevant to these will 
also be reviewed. 
Reviews of alternative approaches can be found by the 
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following reviewers: medical approaches: Eisodorf and 
Stotskey, 1977; Miller, 1977; behavioural approaches: 
Hoger, 1975; Patterson, 1980; Hussian, 1981; for general 
reviews of psychological interventions: Barns, 1973; Woods 
and Brittain, 1977; Levy et al, 1980; Whitehead, 1982. 
12. Reality Orientation 
Reality Orientation (RO) was originally conceptualised 
by Folsom (1968) as the early phase of a rehabilitation pro-
. gramme aimed at eliminating or controlling the confusion in 
people with a moderate to severe degree of organic cerebral 
deficit. It was thought to work by reactivating unused neuro-
l~gical pathways to compensate for the damaged tissue. It 
also incorporated changes in the social structure of the 
institutional environment of elderly people to encourage and 
allow them to behave in a more orientated fashion. 
An RO programme usually consists of two parts. The 
first part is termed 'Classroom RO', which involves an in-
tensive cognitive retraining programme aimed at teaching the 
participants basic information pertaining to person, place 
and time. 'Classes' are held for about 30-60 minutes daily 
and the instructor, usually a nursing assistant, makes use of 
aids such as an information board (RO board) to drill the 
information. The second part is termed '24-hour RO' and is 
an attempt to modify the caretakers' (usually nursing staff) 
way of interacting with the patients. They are instructed to 
use the person's name at all times and continually to give 
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other basic orientating information to the patients during 
their normal daily interactions. This is sometimes-supplem-
1 
ented by 'attitude therapy', which categorises all patients 
into five types and recommends an appropriate attitude for 
the staff to take towards each type (i.e. active friendliness). 
More detailed descriptions of these procedures can be 
found in the following papers: Folsom, 1967, 1968; Stephens, 
1966, 1969; Barnes, 1973; Philips, 1973; Mccowan and Wurm, 
1965; Hefferin and Hunter, 1977; Holden, 1977; Drummond, 1978. 
13. Empirical Status of Reality Orientation 
Early reports on the efficacy of RO were mainly based 
on descriptive accounts. Discharge figures for those who had 
undergone an RO training programme and the staff's impressions 
of the patient's behaviours were offered as evidence for the 
claim that RO is an effective treatment for confusion in 
people suffering from a wide variety of disorders (syphillis 
to head traumas). Examples of such reports include Folsom 
(1968), Stephens.(1969), Letcher et al (1974), Philips (1973), 
Hefferin and Hunter (1977) and Conroy and Clarke (1977). 
These studies were probably influential in developing thera-
peutic approaches for the elderly confused and for inspiring 
further empirical studies on RO. They do not, however, provide 
any substantial evidence for RO as an effective treatment. 
The empirical studies which purport to do so will now be 
examined. 
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13 .1 · ·Empi•r:i:caT :stua:i•es 
The results of the empirical studies published to date 
are summarised in Table 1. The last column of this table 
provides some criticisms/comments. It is difficult to draw 
any definite conclusions as different studies report con-
flicti!lg results. Comparisons between studies are hampered 
by the variation in patient variables (age, sex, diagnosis, 
duration of illnes-s), environmental variables (institution, 
residential home, community), treatment conditions (RO class-
room/full RO,. group vs. individual, duration and intensity 
of treatment), and the type of assessments used (frequently 
non-standardised). The studies vary in their degree of 
methodol~gical soundness, e .• g. some have only a small number 
of subjects, ~ake.non-blind assessments and fail to randomise 
the subjects allocated to the different experimental conditions. 
There is £requently a lack of follow-up. Despite these limit-
ations, an attempt at making sense of the literature will be 
made. 
Most of the studies are primarily interested in examin-
ing cha!lges in cognitive abilities and then assessing whether 
these cha!lges_ generalise to various aspects of behaviour in 
daily living. These two broad categories will therefore be 
used as a framework for discussing outcome results. 
Firstly a distinction must be made between the different 
types of RO used. As was noted earlier, RO comprises three 
components: classroom RO (or formal RO), 24-hour RO (or in-
formal RO) and attitude therapy. Although Folsom originally 
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conceived classroom RO as a supplement to 24-hour RO, it 
has been the main focus of empirical scrutiny. No studies 
to my knowledge have evaluated 24-hour RO on its own. Those 
usi~g it in combination with classroom RO seem content with 
merely instructing the care staff in how they should inter-
act with the patients. No attempt has been made to gather 
baseline data on how the staff actually interact, and con-
~ 
sequently no evidence has been provided that the staff 
actually change their behaviour in a consistent way. 
The same issue arises with attitude therapy. Conceptually 
this is the m~st dubious component of the three and not sur-
prisingly is omitted from most of the later studies. To 
categorise elderly people into five types and prescribe the 
appropriate attitude the staff should take towards them smacks 
of the ageism (stereotyping of the elderly) that Folsom was 
trying to overcome in the first place. Objections could be 
raised ~gainst this procedure on ethical grounds. For example, 
in "Kind firmness" one should "not sympathize with the patient's 
misery or attempt to sympathize with his feelings of worth-
lessness". In "Passive friendliness" , "one should wait for 
the patient to make the first move". In "No demand", friend-
ships and activities should be offered but one should "not appear 
eager for him to participate ... He should know the only thing 
you expect of him is that he not hurt himself or others". 
Finally, in the attitude of "Matter of fact", prescribed for 
manipulative and seductive old people as well as for those 
approaching normal behaviour, "responses to the patient's pleas 
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complaints and manoeuvres should be consistent, casual and 
calm" (present author's emphasis). 
Even if these recommendations were accepted as thera-
peutic, the studies using them as RO make no attempt to report 
how the patients are classified, what attitude the staff 
originally had towards the patients, whether the staff 
attitude changed in the prescribed manner and what effect 
this has on the patient. It is therefore difficult to ascribe 
any empirical status to this component of RO. 
Of the studies using full RO (classroom and 24-hour RO), 
two (Harris and Ivory, 1976; Citrin and Dixon, 1977) report 
improvements in orientation and one reports intellectual im-
provement at mid treatment (six months) but not at post-
treatment (Zeppelin, 1981). 
On behavioural measures, one study reports beneficial 
effects (Harris and Ivory, 1976), one "inconclusive results" 
(Citrin and Dixon, 1977), and one no effect (Zeppelin, 1981). 
From these three studies using full RO, the evidence for 
the efficacy of the procedure is equivocal. Support for in-
creased orientation is more substantial than for changes in 
behav£oural aspects of daily living. 
From the studies using classroom RO alone, five report 
significantly greater improvements for the experimental groups 
on measures of orientation (Brook et al, 1975; Gotestam, 1976; 
Woods, 1979; t.fanley et al, 1981; Johnson, 1981), and three 
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report negative results (Barnes, 1974; Holden and Sinebruchow, 
1978; Hanley et al, 1981b). In a single case study design, 
Greene et al (1979) report improvement in personal orient-
ation. 
On behavioural measures one study (Brook et al, 1975) 
reports improvements in social adjustment and three report no 
effect (Holden and Sinebruchow, 1978; Woods, 1979; Hanley 
et al, 1981a). Hanley et al (1981b) report better outcome 
for a group receiving RO supplemented with a ward orientation 
programme than either RO alone or a no-treatment control on 
measures of ward orientation. MacDonald and Settin (1971) 
report a more favourable outcome in terms of social inter-
action for a group attending a sheltered workshop than for 
a_ group receiving RO. They also found increased "life satis-
faction" in this_ group compared with the RO group. 
Altho~gh these studies suggest that classroom RO is 
effective in improving orientation, these changes do not 
. generalise to behaviours of daily living. · In addition, the 
studies reviewed indicate that the most severely confused 
patients benefit least from RO training programmes {Brook et 
al, 1975; Greene et al, 1979) and that the format of the 
classroom RO is unimportant, i.e. individual or group (Johnson, 
1981). Furthermore, the beneficial effects in orientation 
are often tran~itory and the patients rapidly deteriorate 
when the treatment.programme terminates (Brook et al, 1975; 
Gotestam, 1976; Greene et al, 1979). A further finding of 
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Brooke et al suggests that active participation on behalf 
0£ the patients is necessary for a positive outcome and re-
quires prompting from staff for this to take place. 
All the controlled studies were carried out in institut-
ions. Greene et al (1979) was the only study using community 
based subjects. In a recent review, Powell, Proctor and 
Miller (1982) comment that RO might have important secondary 
e££ects in changing the attitude of sta£f working with the 
elderly in£irm so that they take a_ greater interest in their 
work, achieve_ greater job satisfaction, run units in less 
institutionalised ways and may even cut down staff turnover. 
Some evidence £or this is provided by Smith and Barker's (1972) 
study which demonstrated more positive attitudes in staff 
worki~g with the elderly after they had undergone a staff 
traini~g course in RO. It is conceivable that the positive 
e££ects 0£ RO reported so far are a measure of reduction of 
"excess disability" (see Brody, 1977), possibly resulting from 
inst~tutionalisation. It is therefore of interest to see, 
as Greene et al (1979) suggest, whether RO has anything to 
o££er patients residing in their own homes. 
The present study does not purport to examine all these 
issues but is concerned with the e££icacy 0£ RO as used by 
relatives 0£ the client residing with them in their home. 
It does this by compari~g it with an active treatment control 
termed Reactivation (RA) therapy which is composed 0£ craft 
activities and physical exercises. The studies relevant to 
these treatment.approaches will be reviewed in the next section. 
TABLE 1 
Study 
Barnes 
(1974) 
Subjects 
N=l2 
Confused 
(mod. to 
severe) 
Nursing home 
Age range 
75-86 years 
Design 
AB Stat-
istics 
Brook, Degun N=l8 (10 fe- Group 
& Mather male, 8 male) Compari-
(1975) Age range son Stat-
Gotestam 
(1976) 
47-85 yrs. istics 
Mean age 
73.3 
Geriatric-
admission 
ward. Mild 
to severe 
dementia+ 
epilepsy, 
brain damage 
Parkinsonism 
(N=5) Demen-
tia. Very 
confused. 
Mean age 81 
years. 
Multiple 
baseli11e 
statis-
tics 
Dura-
tion 
23 
weeks 
16 
weeks 
7 
weeks 
EMPIRICAL STUDIES ON RO 
Assessment 
Procedures 
Assessment 
of patients 
with ori-
entation 
question-
naire and 
staff rat-
ings post-
treatment 
Staff rat-
ings during 
treatment. 
Blind 
assessment 
Assessments 
of patients 
intermedi-
Manipulation 
A. No treat-
ment 
B. Classroom 
RO group 
A. Classroom 
RO 
B. Access to 
RO materi-
als 
A. Orientat-
ate (5 wks) 
and delayed 
(15-30 wks),B. 
ion to 
time, 
place and 
person. 
No treat-
ment. 
i 
Measures 
Orientation 
Results 
(6 completed 
treatment) 
(1) no effect 
Scores dropped 
at 1-week 
follow-up 
(sig. at 0.05 
level) 
IntellectuallA. better (not 
and social 
adjustment 
Orientation 
immediate 
delayed 
effective for 
most severely 
confused sub-
jects. 
A.better for 
orientation but 
no effect for 
delayed 
Comments 
No reliability 
data on question-
naire. 
Inadequate control 
group 
Wide age range and 
diagnosis. Groups 
not properly mat-
ched. 
Non-standardised 
assessment meas-
ures. 
continued 
I-' 
"° 
.. 
Harris and N=34 Group 22 Patient 
Ivory (1976) Long-stay Comparison weeks assessment 
hospital Statistics and staff 
ward ratings 
Age range 
36-81 years 
Mean age 67 
Dementia, 
syphillis, 
mental de-
ficiency 
Citrin and N=25 Group 7 Patient 
Dixon (1977) Age 83 yrs Comparison weeks assessment 
Moderately Statistics and staff 
disorient- ratings 
ated. Large 
geriatric 
institution 
Holden & N=32 Group 12 Patient 
Sinebruchow Mean age Comparison weeks assessment 
(1978) 78 years Statistics and staff 
2 geriat- ratings 
ric hosp- (later 
itals. 
' blind) 
Dementia, 
stroke, Par-
kinsonism, 
depression 
A. Classroom 1. Verbal 
RO, 24hr orient-
RO, attit-. ation 
ude ther- 2. Other 
apy. behaviour 
B. Normal 
medical 
care inc. 
drugs, OT, 
music and 
religious 
therapy 
A. Classroom 1. RO in-/o, 24hr formation 
RO. using in-
formation B. No treat-
ment sheet 
2. Behaviour 
using 
Plutcink 
Geriatric 
Rating 
Scale 
A. Classroom 1. Cognitive 
RO using CAS 
B. Control 2. Behaviour 
using 
Stockton 
Geriatric 
Rating 
Scale 
ii 
L A better 
2. A better 
1. A better 
2. B inconclus-
ive results 
1. No effect 
2. No effect 
(Missing data 
on 6 subjects) 
Groups not matched 
for age. 
Variety of diag-
nostic categories. 
Staff expectancy 
differences. 
Non-standardised 
assessments 
Lack of details on 
subjects. 
RO information 
sheet lacks stand-
ardisation. 
Variable diagnosis. 
Missing data but 
better assessment 
measures used. 
continued 
I\.) 
0 
MacDonald & N=30 Group 5 Patient 
Settin Age range Comparison weeks assessment 
( 1979) 34-74 yrs Statistics and staff 
Mean age ratings 
64.4 yrs 
Nursing 
home 
Greene et N=3 Single Patient 
al (1979) Moderate to baseline assessment 
severe sub- studies 
jects ABAB 
Day centre 
Woods Group 20 Patient 
(1979) N=21 Comparison weeks assessment 
Age range Statistics during 
61-90 yrs treatment 
Mean age 
76.6 yrs 
Memory dis-
order 
Johnson et N=l00 Group 12 Patient 
al (1981) Age range Comparison weeks assessment 
69-88 yrs Statistics post-
Mean age treatment 
80 years 
Dementia 
Geriatric 
wards 
A. RO+ re-
motivation 
B. Sheltered 
workshop 
C. Assessment 
only con-
trol 
Classroom RO 
A. Classroom 
RO. 
B. Social 
therapy 
c. No treat-
ment 
A. No treat-
ment 
B. Classroom 
RO daily 
(group) 
c. Classroom 
RO twice 
daily 
(group) 
D. Classroom 
RO daily 
(individ-
ually) 
iii 
1. Life sat- 1. B better 
is faction 2. B better on 
2. Behaviour social in-
teraction 
factor. 
No effect on 
ward behaviour 
Personal 
orientation 
1. Intellec- 1. A best 
tual 2. No effect 
2. General 
behaviour 
Orientation B, C and D 
better than A 
No details of diag-
nosis. 
Wide age range. 
No measure of cog-
nitive ability. 
Assessments indi-
vidualised making 
comparison diffi-
cult. 
No clear descript-
ion of subjects 
continued 
N 
I-' 
Hanley et N=57 Group 12 Patient 
al (1981a) Dementia+ Comparison weeks assessment 
Korsakoff's Statistics and staff 
Mild to ratings 
severe 
Hanley et N=lS Group 12 Patient 
al (1981b) Severe Comparison weeks assessment 
spatial dis- Statistics 
orientation 
Zepelin et N=36 Group 52 Patient 
al (1981) Age range Comparison weeks assessment 
68-97 yrs non-random and staff 
Mean age assignment ratings 
82 years statistics 
Dementia, 
stroke 
Nursing 
home 
A. Classroom 1. Orientation 
RO 2. Other in-
B. No treat- tellectual 
ment 3. General 
behaviour 
4. Activity 
A. RO 1. Verbal 
B. RO + ward orientation 
orientat- 2. Ward 
ion orientation 
C. No treat-
ment 
A. Full RO 1. Intellect-
B. Classroom ual 
RO 2. General 
c. No treat- behaviour 
ment 
iv 
1. A better 
2. No effect 
3. No effect 
4. No effect 
1. No effect 
2. B better 
1. A signifi-
cantly 
better at 
6 months. 
N.S. at 12 
months 
2. No effect 
Non-random assign-
ment of subjects 
to groups. 
Evidence of differ-
ences between 
groups before treat-
ment commenced 
l:'v 
l:'v 
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14. Activity Programmes 
The rationale behind most activity programmes is that 
the patient is undergoing some form of sensory deprivation 
which interacts with and exascerbates the underlying cerebral 
pathology. The fact there is a low level of engagement and 
social interaction in institutions for the elderly is well-
documented (Wolk, 1958; zung, 1967). The reason for this 
.is as yet unclear, but a number of studies have attempted to 
show that inactivity may lead to adverse consequences. 
Kurasik (1968) and Bonner (1969) showed that inactivity may 
lead to undesirable physical consequences, while Havens (1968) 
showed that it may result in poor adjustment to residential 
care and reduction in life satisfaction. Inglis (1962) re-
lated the effects of sensory deprivation to recent memory 
deficits in elderly patients. 
Social interaction in the elderly has been found to be 
positively associated with life satisfaction (Smith and Lipman, 
1972) and this association increases with age (Tobin and 
Neugarten, 1964). 
These studies appear to suggest that encouragement of 
engagement and social interaction might be a worthwhile 
therapeutic endeavour. Early attempts at evaluating activity 
programmes were often poorly controlled and had many methodo-
logical shortcomings. Examples of these include Cousin et al, 
(1958), Pappas et al (1958) and Bower (1967). These are re-
viewed by Woods and Brittain (1977) but cannot be_ given much 
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empirical standing. They did, however, stimulate better 
research projects, which will now be described. 
14.1 Controlled studies 
Empirical studies investigating activity programmes 
are summarised in Table 2, based on the tables used in 
Whitehead's (1982) review. The general findings from these 
studies are that the level of engagement of elderly, confused 
people can be increased by provising recreational activities, 
and that if they are given active encouragement to participate 
, their level of engagement is further increased. Burton 
(1980) found that prompted activity had no effect on social 
activity but increased inappropriate behaviour. 
The above studies suggest that levels of engagement in 
institutions are normally low, not because of the patients' 
disabilities but because of lack of opportunity and appropriate 
encouragement. To my knowledge, no study has attempted to 
compare the activity levels of elderly people living at home 
with those in institutions, and no attempt has been made to 
alter engagement levels in the former. 
It is still unclear what effect increasing engagement 
levels has on the cognitive abilities and life satisfaction 
of the participants. Simpson (1981) found no relationship 
between the level of depression and the level of engagement 
in elderly residents_ of a home. Furthermore, he reported that 
some activities that are classified as engaged are not en-
joyed subjectively by the patients and some activities termed 
TABLE 2 
Dura-
Study Subjects Design .tion 
Quilitch N=43 Reversal 5 
(1974) Age range weeks 
29-91 yrs 
Mean age 
62 years 
Psychiatric-
ally impair-
ed. 
Geriatric 
ward. 
McClannahan Age range Reversal 5 
and Risley up to 100 weeks 
(1975) Modal age 
76-80 yrs 
Nursing 
home resi-
dents (in-
eluded men-
tally retard-
ed + physic-
ally disablec 
Gotestam & N=21 Baseline 6 
Melin Mean age 81 + no treat weeks 
(1976) Severe sen- ment com-
ile dementia panion . 
statistics 
STUDIES OF ACTIVITY PROGRAMMES 
Assessment 
l'~ocec:J.ures · Manipulation Measures 
Observation A. Bingo Level of 
during games engagement 
treatment B. No treat-
ment 
Direct ob- A. activity+ Level of 
servation prompting engagement 
during B. Materials treatment 
available 
on request 
no prompt-
ing 
Observation A. activity Level of 
during materials engagement 
treatment available 
B. A+ promp-
ting 
c. No treat-
ment 
i 
Results 
A better 
A better 
A better than c 
B better than A 
Comments 
Wide age range. 
Unclear impli-
cations for the 
elderly confused. 
continued 
f\,) 
u, 
Jenkins et N=38 Reversal 3 
al (1977) Age range weeks 
71-100 yrs 
Mean age 
83 years 
Old people's 
home for 
physically 
& mentally 
frail 
Powell et N=28 Reversal 12 
al (1978) Mean age weeks 
81 years 
Old people's 
home 
Burton N=l0 ABAB 8 
(1980) Mean _age statistics weeks 
82 years 
Psycho-
geriatric 
McCormack & N=l6 ABACA 11 
Whitehead Mean age no stat- weeks 
(1981) 83 years istics 
Chronic 
geriatric 
Observation A. Activity 
during material 
treatment presented 
B. No treat-
ment 
Observation A. g~rdening 
during available 
treatment B. No treat-
ment 
Direct ob- A. OT 
servation B. OT + ad-during ditional treatment 
material, 
cueing, 
reinforce--~ 
ment 
Direct ob- A. No treat-
servation ment 
during B. Individual treatment 
activities 
C. Group acti-
vities 
ii 
Level of A better 
' engagement 
Level of A increased 
engagement 
1. Engage- · 1. B better 
ment 
2. Social 2. No effect 
activity 
3. Inapprop 3. More in B 
riate be-
haviour 
Engagement Increased in 
. B and C 
tv 
°' 
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'disengaged' were subjectively enjoyed. The subjects' per-
ceptions of these activities are an obvious but neglected 
variable. 
A sense of purpose and usefulness in life has been 
associated with successful ageing (Liberman, 1965; Butler, 
1967; Bengston, 1973; Leaf, 1973). Filer and O'Connell 
(1962) tried to give elderly, disabled people this sense of 
purpose in two studies involving work in a sheltered workshop. 
They found that activities that were useful and/or more verbally 
or materially reinforced beneficially affected the behaviour 
of the participants in many aspects of their daily life. 
Gottesman (1962) found that an attempt to rehabilitate elderly 
mental patients through productive paid work was superior to 
the provision of activity in occupational therapy. MacDonald 
and Settin (1971) (see previous section) showed that a group 
of patients (including elderly, confused patients) making 
toys for handicapped children in a sheltered workshop had 
higher ratings than a group receiving RO both in measures of 
life satisfaction and social interest. 
These studies further reinforce Simpson's (1981) suggest-
ion that the perspective of the patient needs to be taken into 
account when designing activity programmes. Important con-
siderations in designing the active treatment control RA 
therapy were thus: 
a. the client must have a choice of recreational activities. 
The caretaker could perhaps be helpful in making suggest-
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ions based on a knowledge of what the client previously 
enjoyed.doing. 
(b) prompting, cueing and reinforcement for participation 
is necessary to enhance the effectiveness of the 
programme. 
(c) the activity chosen by\th~ client be seen as having a 
use other than occupying the client. For example, 
making simple articles which could be given to handicapped 
children or sold in aid of an agreed cause~ 
15. Physical Exercises 
Therapy using physical exercises is based on the simple 
idea that physiological and psychological well-being are 
related. Some authors (e.g. w6ods and Brittain, 1977) in-
clude physical exercise therapy under.the .rubric of stimulation 
. and activity programmes and suggest that beneficial results 
accruing from these programmes may be explained by the sensory 
deprivation hypothesis, i.e. a lack of stimulation brings 
about deterioration. 
There are two controlled studies that attempt to evalu-
ate the use of physical exercises with the confused elderly. 
. . 
Powell (1974) compared exercise therapy with social therapy 
and a non-treatment control group for long-term geriatric 
hospital patients. Improv~ments in intellectual functioning 
were found in the exercise_ group as measured by the Progressive 
Matrices and Wechsler Memory Scale. No changes were found in 
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the nurses' ratings of patient behaviour. 
The second study,by Diesfeldt and Diesfeldt-Groenendijk 
{1977),in patients diagnosed as having 'organic brain syndrome' 
residing in a psychogeriatric nursing home, assessed intel-
lectual functioning prior to and immediately after one 
session of exercise therapy and compared it to that of no-
treatment controls. Improvements in recall and recognition 
of simple objects were found but no changes were noted in the 
experimenters' ratings of mood and cooperation. 
There exists therefore some evidence that physical exer-
cises can have some beneficial effects on the intellectual 
functioning of confused, elderly people. Physical exercises 
t~gether with activity programmes involving some craftwork 
thus made up the active treatment control_ group in the 
present study {RA group). 
16. Conc-lusio•n·s £rom Literature Review 
In the first part of this review a broad persp~ctive on 
the future needs of the elderly was taken. The literature was 
found to suggest that family care is, and will probably con-
tinue to be the major form of support for elderly, confused 
people. Ways 0£ increasi~g support to these families has 
not so far been explored, altho~gh some important contribut-
ions have been made in identifying the types of problems they 
experience. 
The use o~ relatives as a potential therapeutic resource 
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has also not been investigated. This would seem an econom-
ically attractive idea and, as Roth (1973) has suggested, 
may prove the best alternative to institutionalisation, as 
it promises to combine the essential ingredients of 'love 
and competence'. 
Following on from the idea that caretakers could be 
trained to provide psychological treatment for their relatives, 
a selective review of treatments available was undertaken. 
Reality Orientation (RO) was considered to be the most 
popular and wideiy acclaimed treatment approach and so was 
chosen as the main focus of the present study. The empirical 
studies reviewed suggest that RO is effective in improving 
cognitive abilities and may have some beneficial effects on 
behaviour. Many studi~s point to the caveat in monitoring 
the subjects' subjective experience of training programmes 
and also note the importance of the caretaker's attitude to-
wards the dependant and its effect on rehabilitation. 
The present study was des~gned to examine some of these 
issues. 
· CHAPTER 2 
. DESCRTPTTON OF STUDY 
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1. Aims of the Present Study 
The overall aim of the study was to investigate ways 
of increasing support to families caring for an elderly, 
confused person. The study is divided into two parts. 
1.1 Part I 
The first part of the project aimed to gather inform-
ation on the kinds of problems experienced by the family 
'caretakers' of elderly, confused people and to investigate 
how they coped with these difficulties. 
1.2 Part II 
The second part of the project aimed to evaluate Reality 
Orientation (RO) as a home-based treatment for the elderly 
confused by comparing it with an active treatment control, 
Reactivation Therapy (RA). 
2. Predictions 
No predictions were made for Part I of the study as this 
was an exploratory, information~gathering procedur~. For Part 
II, the £ollowi~g predictions were made: 
2.1 Prediction 1 
Both RO and RA treatment programmes would improve the 
c~gnitive abilities of the elderly, confused people. 
2 • 2 ·pr·eaicti•o·n 2 
Both RO and RA treatment programmes would improve 
the general behaviour of the elderly, con£used people. 
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2.3 Prediction 3 
RO would be more effective than the active treatment 
control RA in improving both the cognitive abilities in 
general and the behaviour of the elderly, confused people. 
2.4 Prediction 4 
Both RO and RA would improve the mood of the client 
(as rated by her/himself and by the caretaker) and the mood 
of the caretaker. 
2. 5 Prediction 5 
RO would be more effective than RA in improving the mood 
of the client and the mood of the caretaker. 
3. Desi•gn ·o·f the Study 
3.1 Part I 
Part I consisted of summarising the information obtained 
from 29 structured interviews designed to identify the prob-
lems experienced by the caretakers of the confused, elderly 
people. No experimental des~gn or statistics were required 
for this part of the study. 
3. 2 Part II 
Part II involved group comparison statistics. For the 
main hypotheses (L-3) a three-way analysis of variance with 
repeated measures.was used, and for the subsidiary hypotheses 
(4-5) related t-tests were used. 
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4. Procedure 
4.1 Location 
The study was carried out in the London Borough of 
Brent. Some demohraphic details and an analysis of the 
services available are summarised in Appendix I. Referrals 
were taken mainly from one Social Services Area but were 
supplemented by referrals from two adjoining Areas. 
4.2 System of Referral 
Permission to carry out the project was first obtained 
£rom the Director of Social Services for the London Borough 
of Brent. To protect the confidentiality of their clients, 
the Social Workers had to identify suitable clients for the 
project and obtain their consent before passing their names 
onto the psychol~gist (see Appendix II). 
The £ollowing criteria for inclusion were provided to 
help the Social Workers in the selection procedure: 
1. Th~ client was living at home with one or more of 
his/her relatives. 
2. The client was confused as a result of senile 
dementia or a stroke. 
·3. The degree of confusion was moderate. 
4. The client was receivi~g minimal services, i.e. the 
relative(s) provided the major support. Those re-
ceivi~g more than two days a week at a day centre 
were not included. 
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5. The client's vision, hearing and physical abilities 
were not so impaired as to prevent him/her from 
participating in RO classes or from doing simple 
craftwork. 
6. The client and his/her family were willing to par-
ticipate in the study for its 12-week duration. 
7. All the clients were living in the same or ad-
joining areas. 
As considerable difficulty was experienced in identifying 
suitable families willing to participate from the Social 
Service referrals, various voluntary organisations and clubs 
were contacted. Table 3 summarises the sources of referrals. 
Sources 
Social Services 
Area II 
Area I 
Area IV 
Day centre 
Neighbourhood 
day centre 
Home Help 
Service 
Neighbourhood 
project 
Lunch club 
WRVS 
Task Force 
cr·ossroads 
Age Concern 
Hea"lth vi•sitor 
TOTAL. 
TABLE 3 
REFERRAL SOURCES 
Families 
Total unwilling to 
Ref participate 
39 20 
2 0 
2 0 
7 0 
2 1 
0 0 
2 0 
1 0 
0 0 
0 0 
8 0 
0 0 
1· ·1 
64 22 
Families Inapprop-
willing to riate 
participate referral 
17 2 
2 0 
-2 0 
6 1 
1 0 
0 0 
0 2 
0 1 
0 0 
0 0 
1 7 
0 0 
0 0 
29 13 
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4.3 Part I 
The 29 families who agreed to participate in the study 
were individually interviewed in their own home by the 
psychologist using a structured interview questionnaire 
(see Appendix III). Due to the difficulty in finding sub-
jects for the project, a pilot study on the structured inter-
view was not carried out. 
4.4 Part II 
All of the 29 subjects who took part in the first part 
of the study could potentially have taken part in Part II. 
However, after interviewing the families and carrying out 
an assessment (described later), 11 subjects were excluded 
from the second part, and reasons for exclusion are shown 
in Table 4. 
TABLE 4 
REASONS FOR EXCLUSION OF PART T CLIENTS FROM PART II 
Re·a·s·o·n· for ·Ex·c1·usion 
Client too severely confused 
Client unwilling to take part 
Di~gnosis in doubt 
Personal conflict between client 
and caretaker 
Caretaker felt everything possible 
was already being done· 
4. 5 Assessme·nt 
No of Cases 
3 
3 
1 
3 
1 
(a) The Clifton Assessment Procedure for the Elderly 
(CAPE) was used to assess the cognitive and behavioural abili-
ties of the clients. The Cognitive Ability Scale (CAS) consists 
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of three subscales: Information/Orientation, Mental Ability, 
and a psychomotor task (Gibson's Spiral Maze). This was 
administered by the psychologist. 
The Behavioural Rating Scale is a series of questions 
answered by the caretaker which assess the client's diffi-
culties in the following areas: physical disability, apathy, 
communication difficulties, and social disturbance. 
The validity of the CAPE scales have been well-established 
against external criteria such as level of care, therapeutic 
outcome and diagnosis (see CAPE Manual, Pattie and Gilleard, 
1975, 1978). Inter-rater reliability and test-retest reli-
ability coefficients are also discussed in the manual and 
have been further investigated by Smith et al {1981). 
The clients were assessed with the CAPE pre-, mid and 
post-treatment and again at six-week follow-up. 
(b) The mood changes of the client and caretaker were 
monitored with the shortened version of the McNair and Lorr 
(1964) Mood Checklist {Whitehead, 1971). This consists of 
four subscales on depression {7 adjectives), tension {4 ad-
jectives), confusion {5 adjectives), and friendliness {2 
adjectives). The checklist requires the subject to rate on 
a 4-point scale how much he has felt e.g. unhappy in the pre-
cedi~g week (not at all, a little, quite a lot, a lot). 
The caretaker filled in a checklist for him/herself 
and for the client each week of the treatment and at the 
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pre- and post-treatment and follow-up assessments. 
The client was given the same mood checklist but in a 
card-sorting form. This was done at pre- mid and post-
treatment and at follow-up (see Whitehead, 1971). 
4.6 Assignment to Treatment Group 
On the basis of the CAS assessment results, the 18 
subjects were divided into pairs matched for degree of con-
fusion and, where possible, sex, diagnosis, age and behavioural 
rati~g scores. Each member of the pair was assigned randomly 
.to one of two treatment groups. Table 5 is a summary of 
assessments, and Appendix IV_ gives details - of individual 
clients. 
Measure 
Client's 
Cognitive 
Abilities 
Client's 
general 
behaviour 
Client's mood 
(self-ratings) 
Client's mood 
rated by 
caretaker 
Caretaker's 
mood (self-
rati~gs) 
TABLE 5 
SUMMARY OF ASSESSMENTS 
Assessment Used Time of Assessment 
Cognitive Ability Pre-, Mid and Post-
Scale (CAS) of CAPE treatment and 6-week 
follow-up 
Behavioural Rating Pre-, Mid and .. Post-
Scale (BRS) of CAPE treatment and 6-week 
follow-up 
HcNair and Lorr Mood Pre, Mid and Post-
Checklist (shortened treatment and 6-week 
form) as a card- follow-up 
sorting task 
McNair and Lorr .Mood Pre, Mid and Post-
Checklist (shortened treatment, 6-week 
form) follow-up, + weekly 
during treatment 
McNair and Lorr Mood Pre, Mid and Post-
Checklist (shortened treatment, 6-week 
form follow up+ weekly 
during treatment 
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4.7 Description of Treatments 
An instruction booklet was written for each of the 
two treatment methods and matched in length (see Appendices 
Va and Vb). The RO programme used the basic techniques ,pre-
viously described, of rehearsing forgotten information per-
taining to person, place and time in a daily 20-minutes 
classroom session (classroom RO) and throughout normal in-
teractions during the day (24-hour RO)½ An effort was made 
to utilise the caretaker's knowledge of the client to maximise 
results. 
The RA pr~grarnme consisted of carrying out 10 simple 
.physiotherapy exercises and then choosing a simple craft 
activity to fill out the remaining 20 minutes of the session. 
The craftwork was intended to be some article which could 
be_ given to or sold £n. aid of handicapped children, and this 
aim was to be emphasised by the caretaker. Independence train-
i~g was intended to control for the 24-hour RO. The care-
takers were instructed to encourage their relative to be as 
independent as possible throughout the day. 
In both groups the session was to end with a reward for 
the relative (tea, coffee, biscuit). A record sheet of the 
activities accomplished in each session (Appendix VI) was 
completed daily. The caretaker also had to indicate on the 
sheet whe.ther he/she found the session easy or difficult. 
Treatment was carried out over a six-week period. The 
psychol~gist demonstrated the treatment procedures in the 
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first session and then supervised the caretaker in carrying 
them out. Weekly visits of one hour each were ma9e to each 
family to continue supervision and to monitor progress. The 
record sheets were collected, new sheets provided, and the 
weekly mood checklists completed. The psychologist could 
also be contacted by telephone at any time during the week 
if the families had difficulties in carrying out the programme. 
CHAPTER 3 
RESULTS: PART I 
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1. Contacting Families Caring for an Elderly, Confused 
Pe·r·s o·n· 
The di£ficulty experienced in contacting families caring 
£or an elderly, confused person requires some comment. Using 
the previously quoted prevalence figures for dementia (Chapter 
1, 3~), and the population estimates of the Brent Borough 
(see Appendix I(a)), the number of people suffering from 
dementia in Brent is estimated at 3,480. If the number of 
elderly people is distributed evenly in the six areas of the 
boro~gh, then for the three areas in the present study this 
f~gure is reduced to 1,740. Usi~g Hunt's (1978) figures for 
the l.ivi~g arra~gements of the elderly (53% live with relat-
ives), it is estimated that there are 922 elderly confused 
people livi~g with one or more relative in the areas in this 
study. However, as reported earlier, only 64 families· were 
identified by the three.Social Services areas and the numerous 
other o~ganisations which cover the whole borough. Unless 
the above £~gure is a. gross exaggeration, the majority of 
families ·cari~g £or their confused relatives are not known 
to the Social Services and other bodies involved in providing 
·care £or the elderly. 
A better source 0£ referral may have been through the 
general practitioners in the boro~gh. However, the inter-
view. data (see Appendix VII) .s~ggests that the elderly, con-
fused person has. very little contact with his/her GP, one-
third 0£ the sampl.e reporti~g no contact at all in the last 
six months. As pr.evious studies have indicated that as much 
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as 87% of patients with dementia are not known to their 
GP's (Williamson et al, 1964), other ways of contacting 
suitable subjects for an intervention of this kind need 
to be explored. One possibility might be to make use of 
more unconventional means such as radio, television and 
advertising in Post Office windows. 
Of the 64 individuals identified by the referral sources, 
more than half were unwilling or unsuitable to take part in 
the intervention study. As the initial contact was made by 
.letter send by Soeial Service departments, the reasons for 
people refusing the interview remain open to speculation. 
It may be that the letter format was too impersonal or off-
putting in itself, or it may reflect the families' unwilling-
ness to take on the additional tasks involved in the treat-
.ment pr~grammes. Future studies might include a reply-paid. 
letter in which the families are given opportunities to state 
anonymously their reasons for refusing to participate. 
Of the 29 who were initially interviewd. only ~2% were 
suitable and willi~g to take part. Overall this means that 
only 28% of those initially referred were acceptable. This 
could be taken to indicate that the treatment programmes 
offered have limLted application at present. 
2 • Tnte·rvi•e,rt Data 
·2 .1 · CTi•e·nt Cha·r·acteri•sti•c·s· · (Appendix VIT (a·) ) 
There was a moderately wide ~ge ra~ge (67-99 years) in 
the clients, with a mean ~ge of 79 years. Most of these were 
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£emale_ (21 £emale, 8 male). Eleven had a diagnosis of 
'stroke' and 18 'senile dementia'. 
2 . 2 C ar·etake·r·s· • · Cha·r·acte•risti:c·s · (Appendix VII ( b) - ( d) ) 
Seventeen 0£ the 29 caretakers were living alone with 
.the client (Appendix VII(d)) and the majority of these were 
spouses (Appendix VII(c)); average age 0£ the caretakers was 
66 .• 3 years (Appendix VII (b)). Nearly two-thirds of the care-
takers were £emale (Appendix VII(b)). 
2 .• 3 · Dutati•on· o·£ Livin•g· witfr the CTient {Appendix VII ( e) ) 
The le~gth of time the client had been living with the 
caretaker was impressively long for both married couples (mean 
44.7 years} and other households (mean 19.4 years). In com-
parison, the duration of the clients' difficulties was quite 
short (mean 4.4 years), as shown in Appendix VII(f). The 
willi~gness of the caretakers to go on caring for their relatives 
may there£ore be related to the le~gth of time they had lived 
t~gether prior to the clients' di££iculties. This requires 
£urther study, but m~ght be a useful way of selectipg care-
takers with commitment.£or £uture interventions, training 
pr~grammes or resource allocation. 
2.4 · ca·us·e·.··a·nd Type· ·0£' Di'£'£-i•c·u1ties 
All the caretakers were able to describe the diffi-
culties 0£ the clients. Con£usion.and memory di££iculties 
we:i;e the most commonly reported (Appendix VII_(g)) . The cause 
0£ the clients' di££iculties was most easily identified in 
those people wh9 had su£fered a stroke. Those with a diagnosis 
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of dementia proved more difficult for their relatives to 
comprehend. Various causes such as old age, falls, worry, 
rejection, bereavement and hereditary illness were offered 
(Appendix VII(h}}. 
These results are consistent with Gilhouny's (1980} 
findings that the caretakers are often uninformed about 
their relative's condition. This indicates either that the 
caretakers are never given the relevant information or that 
they failed to absorb it. Further studies could possibly 
explore whether providing information on the disorder in any 
way helps the caretaker cope with his/her situation better. 
2. 5 s-upport Services 
Although an original selection criterion was that the 
client received minimal services, this was not, in fact, used 
to exclude anyone. The services used by the families in this 
sample were therefore considered representative (Appendix VII 
(i)). The most frequently used service was the day centre 
(41%·of the clients attended for an average of two ~ays a 
~eek). About one-quarter of the sample had a home help once 
weekly, and_a quarter were visited weekly by the district 
nurse (mainly £or baths}. 
2. 6 · Conta·ct with ffo•cial Worker 
Altho~gh the majority of the referrals came from the 
Social Services,. half of the sample was not aware of having 
a social.worker and only two reported r~gular visits. Seven 
reported that their social worker was available at times of 
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crisis, four for assessment only and a further two said they 
could make contact whenever they wished (Appendix VII(j)). 
2.7 Contact with General Practitioner 
The average number of times the doctor had seen the 
client was only twice in the six months prior to the inter-
view. One-third of the sample reported that they had no 
direct contact at all in the last six months, although some 
of them received repeat prescriptions (Appendix VII(k)). 
2.8 Contact and Support from Relatives and Friends 
The social networks of the caretakers indicated that 
they had remarkably little contact with people other than 
within the immediate household (Appendices VII(l),(m)). 
Contact with other relatives was greater than with friends. 
Those living with other relatives (41.3%) naturally had 
daily contact. Of those livi~g alone with the client, half 
had no contact with other relatives and the remainder received 
visits from their children/siblings (average three times 
weekly). Over half the caretakers reported that they had 
little or very little contact with friends. 
Eleven caretakers (37.9%) reported that they received 
no support from their relatives. An approximately equal 
number of caretakers (eight and nine respectively) received 
help from a relative at home or a visiting relative. The 
form of help provided was mainly household chores (Appendices 
VII(ri) ,(b)). Very little help was_ given by friends, 79% 
reporti~g no help at all. 
- 45 -
Once again, these results are consistent with Gilhouny's 
(1980) findings that caretakers often experience social iso-
lation and receive very little help from relatives and friends. 
As in the present study, friends were seen less often and 
. gave less help than relatives. 
2.9 Problems the Caretakers found Most Difficult 
The problems the caretakers found most difficulty in 
coping with were classified into four categories (see Appen-
dix VII(r)): I. Client's behaviour, II Client/caretaker's 
interactions, III Restriction on the caretaker's social life/ 
relationships and environmental conditions, and IV Caretaker's 
limitations. There were an equal number of responses in 
cat~gories II and III (14 in each), followed by category I 
(10 responses) and then category IV (eight responses). 
Cat~gory II indicates that there was considerable personal 
conflict between the caretaker and the client. This is not 
surprisi~g considering they were often never free from each 
other's company. Resentment expressed in category III at 
the restrictions in the caretaker's social life is also under~ 
stand able. 
The implications of these responses seem to be that 
services need to be developed which give the caretaker more 
time to him/herself so that frustration and isolation can 
be reduced. 
2 .1 O C'opi•n·g· Str·ate•gi•e·s· · ('s:ee· Ap·p·endix VII (s) ) 
It is interesti~g to note that nearly all of the. 
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responses given to the question "How do you cope with these 
difficulties" (from previous section) seemed to indicate 
that they interpreted the question as referring to the stress 
resulting from the task of caring for their relative. Res-
ponses in terms of help received from the services they_ got 
were notably lacking. 
It was difficult to find a way of classifying the 
responses obtained. Gilhouny's division into behavioural 
and cognitive coping strategies was found to be somewhat 
ambiguous. By behavioural coping strategies she referred 
to people who utilised services and mobilised support from 
others. As all the subjects in her study attended a psycho-
geriatric day centre, they could all be said to use behavioural 
coping strategies. Similarly, as the subjects in this sample 
were contacted thro~gh the service they had used or were 
using, they could also be said to be using behavioural coping 
strat!i=gies. 
The c~gnitive coping strategies described by Pearlin 
and Schooler (1978) wer~ also found to be inapplicable. The 
most relevant cat!i=gory previously described is probably 
Gilhouny 's· ·p·o·st-hoc strategy, one which she called 'ignoring 
the relative'! 
As can be seen from Appendix VII(s), an attempt at 
constructi~g a classification of the responses obtained has 
been made. Of these categories, ~everal could be construed 
as an •~gnori~g the relative' cat!i=gory. 'Avoidance' is 
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clearly one and 'Activity' could be another if the activity 
employed is a way of taking the caretaker's mind off .the 
relative's annoying behaviour. 'Reliance on having a break' 
is again getting away from the relative. Altogether these 
three categories make up 34% of all the responses given 
and were·used by 50% of the caretakers. 
These results appear to support the indications from 
the previous sections that ways of relieving the caretakers--
from their role need to be developed. 
Another type of coping response could be considered to be 
a 'cathartic response' • Shouting may be a useful way of 
reduci~g tension in the caretaker. Many reported that if 
they had lost their temper with the client, he/she would 
have fo~gotten it in the next minute. Physically abusing 
the client cannot be tho~ght of as an effective coping 
strategy. (Residential care was applied for, for the client 
in question.) It may be that 'Granny Bashing' is a hidden 
problem. Shouting and physical aggression reflect the per-
sonal.conflict reported in category II of the Most Difficult 
Problems. It seems desirable to reduce this conflict before 
verbal ?9gression escalates to something more damaging. 
~gain,_ givi~g the caretaker and client more time away from 
each other is indicated, and possibly marital/family counsel-
ling may;be helpful. 
Some caretakers did man?ge to find some sort of counsel-
ling from relatives, doctors and social workers. For some 
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the doctor's support was reinforced with sleeping pills 
and -tranquillisers. 
By far the_ greatest number of responses fell into the 
cat~gory called 'Resignation'. Typically the caretaker 
would say IIJust have to put up with it", but why these sup-
porters felt they had to put with it is not clear. As Gil-
houny s~9"gests, keeping their relative out of hospital seemed 
to be a_ greater concern than the desire to have their relat-
ives at home. Many caretakers had an abhorrence of local 
hospitals/geriatric institutions and in some cases had re-
£used admissions for their relatives. 
The final category of responses noted was religious, 
and contained only two responses. 
The implications of this section are that some of the 
copi~g strat~gies in use by the relatives could be more fully 
developed. Support and counselling is one possibility and 
greater 'relief services' another. Some of the caretakers 
could not be said to be copi~g very well. 
2 .12 · ·pr·obTen1s· Antici•pated to Precipitate Admission 
The final question in the interview was aimed at ident-
£y~~g those problems which would precipitate admission to 
hospital or institution (see Appendix VII(t)). These can 
be compared with Sa~g£ord's (1975) alleviation factors (i.e. 
problems that had to be ameliorated before an institutionalised 
relative ~ould be returned horn~). Nearly one-third of the 
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present sample responded to the effect that either they 
could not see a point where they could not carry on looking 
after their relative, or they did not know if such a time 
would come. Of the 19 caretakers who visualised that such 
a time would come, 16 could identify the problems which 
might precipitate it. Apart from two responses (incontin-
ence}, these were all from the 'Supporter's own limitations' 
category. As long as their health was sufficiently intact, 
most of the caretakers seemed determined to carry on. 
CHAPTER 4 
RESULTS: PART II 
1. 
- 50 -
Subjects Failing to Complete the Treatment Programme 
Of the 18 subjects, five failed to complete treatment. 
Three of these were from the RO group and two from the RA 
group. From the RO group, one subject was admitted to hos-
pital with bronchitis, one caretaker felt the programme 
upset the client (his wife}, and one client expressed un-
willingness to continue after one week. From the RA group, 
one client suffered another stroke and, as her daughter was 
unable to cope with the lifting involved in caring for her, 
she was admitted to a geriatric ward. The second subject 
was withdrawn in the first week by the caretaker, whose own 
present state of poor health was not up to carrying the project 
through. 
The remaining 13 subjects completed the treatment pro-
grammes and were re-assessed at six-week follow-up • 
. 2. 
The daily record sheets were used as a measure of treat-
ment compliance, which was generally good and approximately 
equal in the two treatment groups (RO group 33/42; RA group 
30/42} (Appendix VIII}. Over the six-week treatment period 
an aver~ge of five sessions per week were carried out. Some 
of the caretakers reported difficulty in filling out the 
sheets due to poor eyes?-ght. ·The one subject that fell below 
the treatment completion criterion of three sessions per week 
claimed to have done more sessions than were recorded and so 
he was included (he had poor eyes?-ght}. 
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3. Response to Treatment 
Of the original nine matched pairs of subjects, six 
remained. Related t-tests could have been carried out but 
would have had the disadvantage of producing unreliable 
significant results by chance alone, due to the large number 
of tests needed to be completed. The three-way analysis of 
variance with repeated measures was therefore chosen, although 
a subject's degree of freedom is lost by this method. 
For both the cognitive and behavioural scales the three-
way ANOVA was carried out for each of the following sets of 
scores: 
(a) pre- to post-treatment scores 
(b) pre- to mid treatment scores 
-(c) post-treatment to follow-up scores 
(d) pre-treatment to follow-up scores. 
Summary tables are_ gives in Appendices IX and X • 
. 3.1 · co·gnitive Ability Sca·1e 
No significant changes in cognitive abilities were 
found on any of the four analyses and there were no signifi-
cant differences between the two treatment groups. Some 
s~gnificant interactions were found between the subscales 
and the repeated measure factor B (pre-treatment to post-
treatment scores). This indicates that the subjects' per-
formance on the three subscales cha~ged in a different way 
duri~g treatment. 
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Clinical impression of CAPE (CAS) Many elderly 
people did-not like doing the third subscale, i.e. the spiral 
maze, and motivation may have had more influence here than 
on the other two subscales. Furthermore, some subjects who 
performed well on the maze but overran the time limit scored 
much less than a subject who seemed to have no idea of what 
he was doing. These comments are, of course, only speculat-
ive, but perhaps the relatively new CAPE needs further 
validation. 
3.2 Behavioural 
There were no significant changes in the scores except 
.over the pre-treatment to follow-up assessments·, where a 
significant improvement (p 0.05) was found. No significant 
differences were found between the two treatment groups. 
As the behavioural rating scale was completed by the 
caretaker, it is uncertain whether it was just his/her per-
ception of the client's behaviour that changed or whether 
the ratings reflected actual improvements in the behaviour 
of the client. To test this, an independent assessment of 
the client's abilities would be required as a reliability 
check. This would have been difficult as the client often 
had little contact with anyone other than the caretaker and 
·an .outside observer would have found it difficult to rate, 
for example, how much the .client was awake during the night. 
rt·could be a~gued that the fact that the caretaker saw the 
client as improved is an important result in itself, in 
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terms of his/her morale. The improved behavioural ratings 
may therefore demonstrate that the attitude of the caretaker 
towards the client was more positive over the course of the 
intervention study. 
4. Caretakers' se·ssion Ratings 
The caretakers· in the RO group rated 51%· of the sessions 
carried out as 'easy' and 49% as 'difficult', compared to 
those in the RA_ group who rated 81% as easy and 18.2% as 
difficult. These results may be a little distorted as the 
caretaker frequently mention that the physical exercises were 
generally easy while the craftwork was more·variable. More 
easy ratings would have resulted from the physical exercises 
alone, the craftwork being abandoned if difficulties were 
experienced but the rating still_ given as easy {see Appendix 
VIII). 
No record sheets were provided between the post-treatment 
and follow-up period of six weeks, but the caretakers were 
told they could continue with the programmes if they wished. 
None of the caretakers in the RO group reported having done 
so at follow-up, but several of the RA_ group reported that 
they had occasionally done the exercises and tried some more 
craftwork from time to time. Many of the RO caretakers ex-
pressed relief at not havi~g to carry out the sessions any 
more. One elderly caretaker living alone with his wife said 
he had only undertaken the pr~grarnrne to have a r~gular visitor 
for a while, to relieve the loneliness they both experienced. 
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It may be that certain caretakers were more suitable 
than others in carrying·out such training programmes. Care-· 
taker variables, such as age and health, need to be explored 
further. More extensive training programmes to teach the 
caretakers the rationale and methods of the RO programme may 
have been needed. However, many of them showed considerable 
imagination in adapting the programmes to their relatives. 
For example, one family made tape-recordings of the client's 
.responses on a 'good day' and played it back to the client on 
other days. 
Several caretakers, on initially hearing what was in-
volved in the RO programme, maintained that they tried to 
do such thi~gs anyway. Some prosthetic devices were clearly 
visible, e_. g. large calendars, clocks, reminder boards, notices 
to 'stand close to the toilet', notice on the front door 
sayi~g 'key is round your neck', etc. However, a systematic 
pr~gramme such as classroom RO needs constant encouragement 
from the psychologist for them to continue. 
The results were analysed using related t-tests. Firstly, 
all.the subjects were pooled and their rati~gs compared between 
the pre-. and post-treatment and follow-up assessments. To 
see whether there was a difference between the two treatment 
groups, the scores of the six remaining matched pairs out of 
the or~ginal nine pairs were compared. Related t-tests were 
~gain carried out comparing the different scores between the 
assessment periods (see Appendices XI, XII, XIII). 
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As so many related t-tests were carried out (72), a 
certain number could be expected to be significant by 
chance alone (i.e. using the 5% level of significance 
about four results will be significant by chance). To 
guared against this, a higher level of significance was 
taken as the criterion for significance, i.e. results were 
considered significant at the 1% level. 
The only result meeting this criterion was that the 
caretakers rated themselves as less friendly between the 
pre- and post-treatment assessments. There were no other 
significant changes in the mood of the client (self and care-
taker ratings), or in that of the caretaker (self-ratings), 
and no difference between the two treatment groups. 
6. Observations and Implications for Future Research 
During the supervision sessions with the caretakers, 
many expressed considerable anxiety and depression about their 
situation. It was not uncommon for the caretaker to cry over 
the deterioration they had witnessed in the client. Several 
commented that they felt on the verge of a 'nervous break-
down' and one (Subject 5) in fact was reported to have had 
one between the post-treatment and follow-up period. These 
feelings were not adequately reflected in the mood checklist 
that was used, and in retrospect a scale such as the Beck 
Depression Inventory may have been more appropriate. Some 
of the elderly caretakers found all the form filling-in 
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difficult and even the present forms may have proved to 
be too long and complicated for them.- Part of the weekly 
visits could be said to have served as counselling sessions 
for the caretakers. Many remarked at the end of treatment 
that they had appreciated the opportunity to talk to someone 
about their situation and felt that they themselves had been 
helped. 
In comparison, many of the clients seemed to be uncon-
cerned about their condition and could not understand why 
their caretaker was so worried about them. There were a few 
notable exceptions, however. Subject 12 often cried and 
complained that life was not worth living any more. His 
mood would then suddenly change and he would forget what he 
had been upset about. Subject 6 also experienced rapid mood-
cha~ges. At times she would be feeli~g so ill than she could 
not come downstairs for the session, but five minutes later 
would be dressed and downstairs in an euphoric mood. Even 
those with insight into their feelings who were able to 
comprehend the mood card-sorting task often could not remember 
how they had been feeling in the past week and would ask their 
caretaker for_ guidance. This made assessment difficult and 
rendered the results obtained unreliable. 
7. co·nc1·u-si•o·n·s· :o·f :pa·rt TI 
1. The prediction that RO and RA treatment programmes 
would improve the c~gnitive abilities of the elderly, confused 
was not substantiated by th~ data. 
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2. Some evidence was found to support the prediction 
that both RO and RA treatment programmes were effective in 
improving the behaviour of the elderly, confused people. 
3. The prediction that RO would be more effective than 
RA in improving cognitive abilities and the behaviour of the 
subjects was not substantiated by the data. 
4. The prediction that both RO and RA would improve the 
mood of the client {as rated by themselves and the caretakers) 
was not substantiated. Some indications to the contrary can 
be found but are not conclusive. 
5. The prediction that RO would be more effective than 
RA in improving the mood of both the client and the caretaker 
was not substantiated. 
- CHAPTER 5 
- DISCUSSION 
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1.. Part I 
The previous studies that suggest- that the needs of 
families caring for an elderly, confused relative are often 
unrecognised and unmet seem to be substantiated by the data 
from the present study. 
The caretakers in this study seemed to be well-motivated 
to care for their relative but would appear to derive minimum 
support from community resources. Many ways of increasing 
support to these people have been suggested in the preceding 
sections and can be summarised as follows: 
(a) The caretakers may derive benefit from receiving more 
information about their relative's condition. 
(b) Many caretakers could use more practical assistance 
in caring for their relative. 
(c) 'Relief services' need to be developed which allow the 
caretaker more free time. This could take the form of 
a 'sitting-in' service, day centre attendance, or inter-
mittent admission to hospital or institution. 
(d) Counselli!}g services would be of great value to many 
caretakers. 
(e) Self-help. groups would alleviate problems of isolation 
and could s.erve as counselli!}g and information dissemin-
ati!}g services also. The practical difficulties in 
o~ganisi!}g such groups require further attention. If 
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there were more places available at day centres, then 
the relatives and caretakers of those attending on 
particular days might be able to get together and 
become organised. 
Further empirical evaluation of some of these suggestions 
is imperative if family care is to be a viable and humane 
alternative to institutional care. 
2. Part II 
The main finding of Part II of the present study is that 
Reality Orientation is not found to be more effective than an 
active treatment control in improving the cognitive and be-
havioural abilities of confused, elderly people when the 
treatment programmes are carried out in their own homes by 
relatives. Various interpretations of this finding could 
be made but at present would be purely speculative and would 
require further empirical investigation. It is of interest 
to discuss some possible interpretations and to suggest 
issues for future research. 
It may be that RO is an effective treatment but that 
relatives acting as co-therapists are not equipped to carry 
out the programme to the required standard. To test this 
assumption one would need to compare an RO programme carried 
out by a 'professional' with one carried out by a relative, 
both in the client's own home. 
A less extreme interpretation would be that some care-
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takers are more suitable as co-therapists than others. In 
this case it would need to de demonstrated that some care-
takers are effective in carrying out the programme and 
identify the important caretaker variables for further veri-
fication. It seems likely that elderly spouses with health 
problems of their own may not be as effective as the 'children' 
caretakers. The personal, social and environmental circum-
stances :of the family also need careful consideration. It 
may be that a certain minimum l.evel of practical assistance/ 
relief sources.may be necessary before the caretaker can take 
on the additional role of therapist. The type of relationship 
between the caretaker and the client is also of considerable 
importance, and better assessment methods need to be worked 
out. 
A further interpretation of the present results could 
be that RO is an effective treatment but only for certain 
types of clients and in certain settings. There is a need 
to. explore which patients, if any, respond to an RO training 
pr~grarnrne in both community and hospital settings. ·This 
would require .a more thoro:ugh psychogeriatric assessment than 
was. earried out in. this project. A multidisciplinary team 
approach would.appear to be optimal in assessing all aspects 
of the client's condition. Controlled trials with patients 
with <lifferent di~gnoses could then.be undertaken. 
The environmental conditions of the elderly, confused 
patient may, ~s noted in the Introduction, play an important 
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part in the progression of the patient's condition. As 
suggested previously, it may be that RO is effective in 
reducing the 'excess disability' caused by institutional 
environments and maintained by the dependency fostered by 
the care staff. Patients living in their own homes would 
not be subject to this excess disability and hence, as in 
the present study, would not benefit from an RO programme. 
Further long-term studies of both institutional and community 
based clients is a prerequisite for the exploration of this 
issue. 
Another possibility is that RO is not an effective 
treatment pr~gramme and that the positive results reported 
in previous studies can be explained by the methodological 
shortcomi~gs of the investigations coupled with the secondary 
effects of making any intervention (e.g. staff attitudes, 
increase in morale and job satisfaction). 
The data presented in the present study are also con-
sistent with this hypothesis. Reality Orientation was no 
better than an active treatment control. However, it may 
be that.Reactivation Therapy is an equally effective treatment, 
which would account for there being no differences between 
. groups. The failure of both treatments to produce signifi-
cant improvements in .c~gnitive abilities could be explained 
by sayi~g that they prevented further deterioration in the 
cli·ents ·and were therefore active. Unfortunately, the lack 
of subjects prevented the use of a no-treatment control_ group 
with which to compare the treatment_ groups. Another study 
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making use of a no-treatment group would be a worthwhile 
exercise. 
The foregoing interpretations ~ast doubt upon the use 
of RO as a panacea for the elderly confused. Greater attent-
ion needs to be_ given to identifying its active ingredients, 
if: .. any. Better liaison with cognitive psychol~gists may be 
productive if their research findings on the nature of memory 
can be used to identify the exact nature of the memory prob-
lems experienced in senile dementia. Systematic testing of 
. memory retraining procedures for this client_ group could 
then be carried out. The repetition of information may not 
be the best way for these people to relearn lost material. 
One of the major criticisms of RO has been that it 
focuses on the. cognitive aspects of the dementing condition, 
and .even if effective in alleviating these, it may not be of 
great value in helpi~g people maintain independent living. 
To discount c~gni ti ve ability_ gains ·is, in the view of the 
present author, ~isguided. Firstly, if RO can clearly demon-
strate that_gains can be made, it also demonstrates that 
elderly., ~onfused people have the ability to learn or re-
learn. Secondly, to say that knowing the date, weather etc. 
is irrelevant to independence. is also mi~guided, because it 
fails to take into account the social environment of the 
client. Knowi~g the names of staff members in a hospital ward 
may· not be of_ great concern to the staff themselves, but 
faili~g · ·to remember. the name of the family caretaker may have 
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a disastrous effect on the caretaker's motivation to carry 
on caring for her relative. 
It is to be hoped that the basically negative findings 
of this study will not dishearten workers in this field from 
continuing with theirtherapeutic endeavours, but that it will 
stimulate improved research into the nature of dementia and 
ways of ameliorating the effects of this condition. 
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APPENDIX I 
(a) GLC POPULATION PROJECTIONS FOR BRENT (19_81_ fi_gures) 
Age (years) 1971 1979 1981 1986 1991 
65-74 21,900 22,700 21,700 18,300 16,100 
75 and over 11,500 12,700 13,100 13,500 13,300 
Total 
over 65 33,400 35,400 34,800 31,800 29,400 
Total 
population 28.2 I 100 259,000 253,900 249,400 251,300 
(b) OVER 65's AS A PROPORTION OF THE WHOLE POPULATION 
1971 1979 1981 1986 1991 
11.8% 13.7% 13.7% 12.7% 11.6% 
-..J 
t\.) 
(c) HOUSING TENURE IN BRENT 
Owned L.A. 1 
Households outright Mortgage Rented 
Single 3,226 381 3,146 
persons. (31.5%) ( 34%) (30. 7%) 
over 60/65 
Two persons 6,134 1,244 2,969 
at least one ( 45 l~) 
over 60/65 • 0 (9.2%) (21.8%) 
All- . 9,360 1,595 6,115 
pensioner (39%) (6.7%) (25 •. 6%) households 
All house- 17,730 29,328 19,260 
hold types (18.8%) (31.1%) (20.4%) 
1L.A. = Local Authority 
2H . . t' 
.A.= Housing Associa ion 
2 Unfurn H.A. private 
Rented rented 
397 2,664 
(3.9%) (26%) 
204 2,934 
(1.5%) (21.6%) 
601 5,598 
( 2 .. 5 % ) (23.5%) 
2,391 14.054 
(2.5%) (14.9%) 
Furn 
private 
rented 
461 
(4.5%) 
109 
(0.8%) 
570 
(2.4%) 
11,439 
(12.1%) 
Total 
10,246 
(100%) 
13,595 
(100%) 
23,841 
(100%) 
94,260 
(100%) 
...J 
w 
(d) ARRANGEMENTS FOR CARE AND SUPPORT OF THE ELDERLY 
Estimated no. 
Estimated No. of households 
of households NOT receiving but 
Service receiving service needing service 
Home help 3,670 1,450 
Meals on wheels 1,140 570 
Social Worker- 3,310 2,020 
Health Visitor 3,980 1,710 
Chiropodist 8,330 4,240 
District Nurse 2,430 720 
Occupational Therapist 980 620 
Luncheon Club 830 520 
Day Centre 720 780 
-...J 
,i:::,. 
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HARRY WHALLEY, Director 
Your Ref: 
6th Janua.:cy- 1982 
Dea:r 
2/B.Ilr/BR 
My Ref: 
Social Services Department 
Brent House, 
349-367 High Road, 
Wembley, 
Middlesex, HA9 68T 
Tel: 01-903 1400 Ext. 42 
This matter is being dealt with by 
Mrs. H. L. Teal 
I am a clinical psychologist looking at two methods of treatment for 
people similar to your relative. I want to find out which is most 
effective in reducing their confusion and generally improving the 
quality of their lives. 
I am ,,mnjng a project for twelve weeks from the beginning of February. 
I need the help of someone who shares the everycuey- life of the client, 
since the project involves carrying out simple activities with him/her 
each dq at home. I would very mu.ch like to hear from you if you feel 
you can take part in this. Both treatments have had good results in 
the past so it is likely that yo~ relative will benefit - as well as 
the research helping many others in the future. 
I shall be available to give guidance and support to those that do 
become involved. This will take the fom of weekly home visits for six 
of the twelve weeks. At all times confidentiality will be maintained. 
I do hope you will feel able to take part. If you do NOI' wish to, 
please contact Hilaxy Teal at the above address and let her know by 
Monday, January 18th; I shall othe:t"W'ise assume you would like to be 
involved and will arrange to discuss~ this f'urther with you. 
Yours sincerely 
(Caroline Williams) 
APPENDIX II 
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APPENDIX III 
ASSESSMENT FORM 
Date ·of Birth Age 
Address Tel. No. 
Area 
1. How lo~g has the client been living with you? 
2. How long have you been living in the present accommodation? 
3. Please describe the client's difficulties. 
4. What do you think is the cause of these? 
5. When did you first notice something was wrong? 
6. How long has your re~ative been having these difficulties? 
7~ Does the client have any physical problems? 
Arthritis 
Diabetes 
Parkinson's 
High BP 
8. Hearing? 
l·O. Does the client attend regularly at any hospital? 
Reason? How often? 
11. Is the client on any medication at present? Specify. 
12. Any other ·treatments? 
(i} 
- 77 -
Domiciliary Support 
13. Does the client attend a Day Centre? 
How many days a week? 
How long has he/she been attending? 
14. Is the client a member of any lunch club, etc.? 
15. Specify services being provided to household 
Home help 
Meals on wheels 
Bath attendant 
District nurse 
16. How often do you see the Social Worker? 
17. How many times have you seen your GP in the last 6 months 
regarding your relative? 
18. Any other form of support - private? 
19. How much contact do you have with 
(a) Relatives Number of times a week 
(b) Friends Number of times a week 
20. How much support do you get from 
(a) Relatives? 
(b) Friends? 
21. What sort of help would you like more of? 
22. Would you be interested in joining a relatives' self-help 
group? 
23. What sorts of problems do you find most difficulty in 
coping with in caring for your relative? 
24. How do you cope with the above at present? 
25. Do you think there will come a point when you will no 
longer be able to carry on looking after your relative? 
(ii) 
APPENDIX IV 
DESCRTPTION OF SUBJECTS "IN PART II 
·ca) RO GROUP 
Initial Initial Care- Care-
Subject CAS BRS taker's taker's 
No. . ·Age s·ex · Diagno·si•s· · Score Sco·re ·age sex 
1 86 F Stroke 2.0 1.4 .89 · M 
2 96 F Senile 10 16 61 M dementi•a 
3 71 M Stroke 4 14 28 F 
4 67 M Stroke 21 22 67 F 
5 7.7 F Senile 6 . 22 50 F dementia 
6 88. F Senile 17 22 66 M dementia 
7. 83 F Senile 14 19 79 M dementia 
8. 75 F Senile 9 9 76 M dementia 
9 86 F SeIJ.ile 28 11 58 F dementia• 
Relation 
to Client 
. Husband 
Son 
Daughter 
Wife 
· Daughter-
in-law 
Son-in-law 
Brother 
Husband 
Daughter-
in-law 
No. of 
Matched 
Pair 
16 
10 
15 
14 
13 
11 
(17) 
(18) 
(12) 
-...J 
co 
(b) RA GROUP 
Initial 
Subject CAS 
No. . Age Sex Diagnosis Score 
10 99 F Senile 10 dementia 
11 86 F Senile 16 dementia 
12 69 M Senile 28 dementia 
13 82 F Senile 10 dementia 
14 84 F Senile 26 dementia 
15 87 F Senile 6 dementia 
16 77 F Senile 20 dementia 
17 84 F Stroke 26 
. 
18 75 M Stroke 21 
Initial Care- Care-
BRS taker's taker's 
Score Age Sex 
22 65 F 
19 88 M 
10 67 F 
20 60 F 
19 62 F 
24 61 F 
8 79 M 
19 56 F 
13 74 F 
Relation 
to Client 
Daughter 
Husband 
Wife 
Daughter 
Daughter-
in-law 
Daughter 
Husband 
Daughter 
Wife 
No. of 
Matched 
Pair 
2 
6 
( 9) 
5 
4 
3 
1 
( 7) 
( 8) 
......:, 
I..O 
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REALITY ORIENTATION BOOKLET 
A HOME-BASED TREATMENT GUIDE 
FOR RELATIVES 
HOW CAN YOU HELP? 
Confusion is something we have all felt to varying 
degrees at some time in our lives. It is very upsetting 
to find you have forgotten what you were going to-say or 
to go to the shops and return without.getting what you 
really went for. 
Imagine, then, your daily life was full of such in-
cidents and you could not remember the simplest things and, 
most distressingly, you could not even recall the names of 
your loved ones. Add to this the undignified lo~s of con-
trol of some of your basic physical functions and you may 
be able to understand some of the anxiety and difficulties 
facing your elderly relative. You will probably have watched 
some of these changes with a feeling of helplessness and 
wondered 
HOW CAN I HELP? 
This booklet aims to outline some 0£.the things that 
you can do which have worked to improve the quality of life 
for many elderly people. The techniques to be described 
are collectively known as Reality Orientation • 
. REALITY ORIENTATION 
Reality Orientation (RO) is based on the assumption 
that what has been forgotten can be re-learned. It there-
fore sets out to teach basic information about person, place 
and time (called Classroom RO) and to continually remind 
the person of these basic facts in normal daily interactions 
(called 24-hour RO). 
The degree of confusion of elderly people will obviously 
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vary tremendously. This booklet gives instructions which 
start with suggestions to help the more seriously confused 
so you may find the first few items too simple. If this 
is the case, you can move on to the more complex items. 
Guidance with this will be available from the psychologist 
who will visit you. 
You will probably have noticed that your relative has 
'good' and 'bad' days, so you may have to adjust the 
activities accordingly. 
Firstly, Classroom RO will be described. This involves 
setting aside a short period of about 20 minutes every day 
to go over basic information. 
CLASSROOM RO 
When to do it 
Choose a time of day that fits in well with your 
routine and preferably when your relative seems more alert 
and able to concentrate. Make sure your relative has his/ 
her glasses and has been to the toilet if this is something 
you need to supervise. 
Where to do it 
You can have your sessions wherever it is most con-
venient for you. It will be useful to have a table to work 
on, preferably somewhere where the lighting is good. 
Materials 
No special .equipment is needed but a simple information 
board would be valuable. This can be just a piece of paper 
fixed to the wall with bluetack or drawing pins. Inform-
ation about the date, the weather, etc. can then be put up 
each day. This can be left in a prominent position after 
your session so that your relative can refer to it if 
necessary. 
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How to do it 
In each session first ask your relative the question 
i.e. 'What is your name?'. If he/she answers correctly 
praise him/her and go on to the next item. If he/she does 
not know or responds inappropriately, tell him/her the 
answer and rehearse it with him/her until you are sure he/ 
she knows it and then go over it a couple more times, i.e. 
) 
aim at overlearning. Give plenty of praise for correct 
responses. 
ITEMS 
1. NAME Ask your relative for his/her·full name. Rehearse 
the correct response several times. 
2. YOUR NAME Ask .. who you are, i.e. 'What 's my name? ' . 
Check th.at he/she knows what relation you are to him/her • 
. Rehearse the correct .. response several times as before. 
3. TIME Use an old alarm clock with movable hands (or 
make one out of cardboard and a paper clip) to show the time 
of day. Go over what has happened previously that day at 
various times. Use your clock to demonstrate the time. 
Next, outline what you expect to happen for the remaining 
part of the day, e.g. time of getting up, mealtimes, time 
other members of the family leave/come home, time of favourite 
TV/radio programmes, time of. going to bed. 
4. DATE Ask for the day of the week, month and year. Supply 
and rehearse correct responses where necessary. This in-
formation can be written clearly on strips of paper and 
stuck up on the information board. If the date coincides 
with any special event, you may be able to use this as a 
prompt for getting the date.. Alternatively, try and get 
your relative to tell you what the event is. For example 
Christmas, Easter, birthdays, wedding anniversary. Supply 
correct answers where necessary. Rehearse and. praise correct 
responses. 
5. WEATHER Encourage your relative to look out of the window 
and describe the weather. Try and relate this to the date 
- 8O(c) -
and hence the season of the year. Put the information on 
the board and review it if necessary (it may stop raining!). 
Rehearse as before, remembering to give encouragement and 
praise. 
6. PERSONALISED INFORMATION Go over any important facts 
about your relative and the family. The family photograph 
album may be useful to discuss each member, e.g. name, age, 
relation, occupation, whereabouts. Encourage your relative 
to reminisce about his important life events. 
6. PLACE Go over information about your immediate sur-
roundinds. Ask for the full address of the house you live 
in. If he has only recently moved in with you, explain this 
and say why. Acknowledge his feelings if he has had to 
give up his own home. Rehearse this information as before. 
Ask him about the layout of the house, i.e. toilet,bathroom, 
kitchen,.his bedroom. If he seems unfamiliar with this, 
show him round, pointing out any helpful cues, e.g. the 
toilet has a green door. 
ACTIVITIES 
1. Make a scrapbook of everyday objects and rehearse their 
names. 
2. Rehearse the names of objects in the room or from the 
kitchen. 
3. Read out interesting newspaper articles. Discuss simple 
current affairs. Check that he knows who the Prime 
Minister is, etc. 
4. Encourage your relative to write a personal diary. 
ENDING 
Always end by doing something your relative really 
enjoys. Play his favourite record, have a cip of tea or 
coffee, or a biscuit or sweet. 
RECORD KEEPING 
Please remember to fill in your record sheet as in-
structed. 
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24-HOUR RO 
Throughout the day, constantly remind your relative 
about who he is, where he is and what's happening or 
about to happen around him. Always try and address him 
by his name and encourage his use of personal/general 
information, e.g. respond enthusiastically if he volun-
teers a comment about the weather, etc. 
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REACTIVATION "THERAPY BOOKLET 
A HOME-BASED TREATMENT GUIDE 
FOR RELATIVES 
HOW CAN YOU HELP? 
Confusion is something we have all felt to varying degrees 
at some time in our lives. It is very upsetting to find you 
have forgotten what you were going to say or to go to the 
shops and return without getting what you really went for. 
Imagine, then, your daily life was full of such incidents 
and you could not remember the simplest things, and most dis-
tressingly, you could not even recall the names of your loved 
ones. Add to this the undignified loss of control of some of 
your basic physical functions and you may be able to understand 
some of the anxiety and difficulties facing your elderly 
relative. You will probably have watched some of these changes 
with a feeling of helplessness and wondered 
HOW CAN I HELP? 
This booklet aims to outline some of the things that you 
·c·an do which have worked to improve the quality of life for 
many elderly people. The techniques to be described are 
collectively known as Reactivation Therapy. 
REACTIVATION.THERAPY 
Reactivation Therapy is based on the very simple idea that 
you lose skills you do not use. Difficulties with memory may 
put an elderly person off doing many of the things he is still 
capable of doing. By not using his abilities he is in danger 
of not only losing them but also of b~ginni!lg to see himself 
as worthless and wi thdrawi!lg :even more. 
Reactivation Therapy aims to practice both physical and 
mental skills and to_ g~ve back a sense of purpose in life. 
It involves setti!}g aside a period of about 20 minutes every 
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day to practise some gentle physical exercises and to super-
vise your relative in some craftwork. The latter can be 
. . 
simple toys for handicapped children or articles that can be 
sold for a good cause. 
Firstly, the physical exercises will be described, and 
then some ideas for the craft activities will be listed. 
Naturally, you will have to select those that are not only 
within your relative's range of abilities but also of interest 
to him. Guidance in this will be available from the psycholo-
gist who will visit you. 
REACTIVATION SESSIONS 
When to· do· it 
Choose a time of day that fits in well with you routine 
and preferably when your relative seems more alert and able to 
concentrate. Make sure your relative has his glasses, if 
necessary, and has been to the toilet if this is something you 
need to supervise. 
You can have your sessions wherever it is most convenient 
for you. It may be useful to have a table to work on, p~efer-
ably where the l~ghti~g is good. 
· Materials 
No special materials are needed to make attractive craft-
work. Odd bits of wool and material are very useful. 
Scissors,_ glue, old magazines and a little paint can do a lot. 
If there are any problems in findi~g what you need, please 
dis.cuss them with the psychologist who may be able to help • 
. PHYSICAL EXERCISES 
The followi~g exercises are des~gned for elderly people, 
but if your relative has any special_problems, or if you are 
uncertain about any of·them, then please consult your doctor 
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first. You may like to do them to music - choose something 
with a catchy rhythm to make them more fun. 
1. Make a fist with the hand and then stretch out the 
fingers in time with the music. Both hands may be done at 
the same time. 
2. Circle the wrists. 
3. Touch your shoulders with your fingers, bending at the 
elbow and then straightening out again. Repeat several times. 
4. Touch your shoulders again but this time raise your arm 
in the air above your head to straighten your arm. 
5. Circle the shoulders forwards and backwards. 
6. Very_ gently circle the head round each way. 
7. Whilst sitting, circle the ankles in turn. 
8. Whilst sitting, raise the knees in turn, lifting your 
feet off the_ ground. 
9. Whilst sitting, raise each leg in turn and straighten it 
out in front of you. 
10. Standi~g, out your hands on your hips and gently swing 
from side to side from the waist. 
Spend only about 5 minutes in the above. You can show 
your relative each exercise in turn and help him do.it and/or 
join in yourself. Give your relative ~s much encouragement as 
you can. Praise him for trying as well as for getting them 
right. 
CRAFT ACTIVITIES 
The following are only some suggestions of what you might 
like to try. Obviously, if your relative has a particular 
skill or interest, then try and do somethi~g that involves this. 
Spend only the remaini~g 15 minutes, supervisi~g the activity. 
If your relative is able to continue without further assistance, 
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he may do so. If not, discontinue until the next day. 
It is important that your relative understands that 
what you make will be used to help someone else, e.g. a handi-
capped child. Encourage your relative to take pride in his 
work and to £eel that it is a worthwhile activity • 
. 1. Woollen Pompoms Wind odd scraps 0£ wool (joined together) 
round and round two cardboard circles with a smaller circle 
cut out 0£ the middle. When the cardboard is well covered 
with several layers, cut the wool on the edges between the 
two pieces 0£ card. Fasten the wool ball by tying the end of 
the wool tightly around the centre. The pompom can be used 
as a ball or joined up with others to make a cuddly toy. 
2 •· Pebbl"e •pictures Simple designs or pictures can be painted 
on £lat, roundish pebbles to make attractive paperweights or. 
toy animals. Water or poster paints can be used for this, 
finished off with a coat of clear varnish. 
3 •· P:i•ctu·re· Books Make up a scrapbook with cuttings from old 
magazines •.. You could choose a theme, such as 'Animals', 
'Sport', 'Famous People I, 'Flowers I, 'Weather I, 'Nations of 
the World', or take shades of the same colour for each page. 
Tear up old newspapers into small pieces (about the size 
of your thumbnail). These can then be stuck with wallpaper 
paste (or flour and water paste) in layers onto a 'mould'. 
This can be almost anything, e _. g. jars , pl ates , old yoghurt 
cartons, ·a blown up balloon, a lemon ( coat the mould with oil 
or vaseline beforehand to make it easier to remove). Make sure 
the pieces overlap well with each other, especially at the edges. 
Do about 5-10 layers and leave to dry £or 24 hours. Cut your 
sh~pe £ram the mould and stick it t~gether ~gain by glueing small 
pieces of paper over the join. ·The result.can be br~ghtly 
painted and varnished. Hollow spheres (usi~g a balloon) can 
- 8l(d) -
be made into savings pigs by adding corks for legs, felt 
ears, and leaving a slot in the top for money. 
5. Creative Writing Write a children's story and illustrate it. 
Ideas can be taken from picture postcards, magazines or may even 
be true. Another way to begin is to give your relative a 
collection of interesting objects and ask him to connect them 
with a story. Music is often another source of inspiration. 
6.· Dolls·• House Design your own dolls' house from shoe boxes, 
match boxes, scraps of material, old lino, bits of carpet, 
spare wallpaper and tinfoil. See what can be used to make 
furniture. 
7 •· s·o'ft Toys Knitting and sewing patterns for these can be 
found in most women's magazines. Use old tights for stuffing 
and add felt shapes for eyes, etc. Simple_ glove or finger 
puppets can be made from odd bits of material cut into a 
glove shape (size of a child's hand), sewn together, and 
buttons etc. added for eyes, nose etc. 
ENDING 
Always end the session by doi~g something your relative 
really enjoys, e~g. play his favourite record, have a cup of 
tea or coffee, or a biscuit or sweet • 
. . RECORD' KEEPING 
Please remember to fill in the record sheets as instruc_!:ed. 
THROUGHOUT THE HAY 
Encour~ge your relative to be as independent as possible 
in .everythi~g.he does. 
-- UL. -
APPENDIX VI(a) 
REALITY ORIENTATION RECOHD SHEET 
!i8f2l 
D.QB.ll TIIYlE OF SESSION 
HOW TO FILL IN THIS FORM 
Each day make a note of the items/activities attempted and the result 
achieved. Fuller instructions for presenting the items are given in 
your instruction booklet. 
ITEMS. 
I. NAME 
2. YOUR NAME. 
3. TIME, 
4.DATE. 
5.WEATHER. 
6.PERSONALISED INFORMATION, 
7. PLACE, 
ACTIVITIES, 
Describe the activity attempted and the amount of help you need to 
give- including preparation and the clearing away of materials. 
How easy did you find it to involve your relative in this session? 
I. EASY 
2. DIFFICULT 
ANY FURTHER COMMENTS ABOUT THE SESSION OR YOUR RELATIVES BEHAVIOUR 
DURING THE DAY? 
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APPENDIX VI(b) 
NAME 
DATE 1 TIME OF SESSIONi 
HOW TO FILL IN THIS FORri. E 
Each day make a note of the exercises/activities attempted and the 
results achieved. See your booklet for detailed instructions. 
EXERCISES. 
I• 
2. 7. 
B. 
4. 9. 
5. IO. 
CHAFTWORK ACTIVITY 
Describe the activity attempted and the amount of help given -
including preparation and. clearing up of the materials. 
How easy did you find it to involve your relative in this session? 
I. EASY 
2. DIFFICULT 
ANY FURTHER COMMENTS ABOUT THE SESSION OR YOUR RELATIVES BEHAVIOUR 
DURING THE DAY? 
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· APPENDIX VII 
.. PART T RESULTS 
. . Ca). CLIENT CHARACTERISTICS 
· Ag·e· ·r:a:n·ge 
· Me·a·n· ·a·ge 
. S.D.· 
· Sex 
· nt·a·g·n·o·s:is 
67 - 99 years 
79 years 
9 years 
21 £emale, 8 male 
18 senile dementia, 11 stroke 
. '(b). CARETAKER CHARACTERISTICS 
Age ·ra·nge 
· Mean· age 
. S.D. 
Sex 
28 - 89 years 
66.3 years 
13.3 years 
28 female, 11 male 
Cc) RELATION TO CLIENT 
W~fe 7 
H~ba~ 7 
Daughte·r/na·ugh ter-in•-Iaw 9 
Son/s-o·n-in-1·aw 3 
Si~ter · 2 
Other 1 
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{d) LIVING ARR.&~GEMENTS 
Livi~g alone with client 
Living with one other person 
and client 
Living with two or more 
persons and client 
17 
9 
3 
(e) LENGTH OF TIME CLIENT HAS BEEN LIVING WITH CARETAKER 
Married couples (N=14) 
Mean 
22-65 years 
44.7 years 
Al'l ·others (N=15) 
Mean 
2-44 years 
19.4 years 
. ('f) DURATION OF ·cLTENTS ' DIFFICULTIES 
Range 
Mean 
4½ months-14 years 
4.4 years 
_(g) ANSWERS TO Q .• 3 'Please describe the client's present 
· diffi•c·u'l'ti•es·' 
Confusion 
Memory difficulties 
Paranoid ideas 
Fearful (unspecified) 
Fear of bei~g alone 
Apathy 
Frustration 
No. of responses 
14 
16 
3 
1 
1 
5 
1 
(continued) 
- 86 -
(g) continued 
No. of responses 
Cannot be left 
Wandering 
Communication difficulties 
Generally non-cooperative 
Refuses to eat 
Refuses to bath 
Physically aggressive 
Verbally aggressive 
Incontinent 
Doubly incontinent 
Mobility difficulties 
Falls over 
Going blind 
Self-help difficulties: 
Washi!).g 
Shaving 
Bathing 
Dressing 
Eati!).g 
Total number of responses 
(N=29) 
2 
5 
4 
1 
2 
2 
2 
2 
7 
2 
7 
1 
1 
1 
1 
1 
3 
1 
86 
(h) ANSWERS TO Q.4 'What do you think is the cause of these 
· dif"f i:c•ultie•s· 
No·. of res pons es 
Stroke 10 
Senile dementia 
(brain failure/brain cell trouble) 4 
Old age 5 
Arhtritis 1 
Falls/ba!).g on head 2 
Hereditary illness 1 
Don't know 3 
Worry 1 
(continued) 
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{h) continued 
No. of responses 
Psychological {i~e. shock of 
son's death, rejection by 
girlfriend) 
Total number of responses 
{N=29) 
{i) DOMILICIARY SUPPORT AND SERVICES 
nay Centre 
No. of clients attending 
Average no. of days per week 
Luncheon Club 
No. of clients attending 
Average no. of days per week 
Services 
Home help 
No. of clients receiving 
Average no. of days per week 
Meals· ·on wheels 
No. of clients receiving 
Average no. of times per week 
Bath ·attendant 
No. of clients receiving 
Average no. of times per week 
District nurse 
No. of clients receiving 
Average no • of visits per week 
. (j ) . SOCIAL WORKER 
No. of subjects aware of havi~g a 
social worker 
No. of subjects who said they had 
never seen a social worker 
2 
29 
12 
2 
3 
1 
8 
1 
4 
5 
2 
1 
9 
1 
{41%) 
days 
{10.3%) 
day 
{27.5%) 
{13.7%) 
(6.8%) 
(31%) 
15 (51.7%) 
14 (48 .• 3%) 
(continued) 
(-j} continued 
Crisis only 
Assessment only 
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Contact when need arises 
Regular visits 
. "(k}. GENERAL :PRACTITTONER 
Average numner 0£ times GP seen in 
7 
4 
2 
2 
last· 6 months 2 
(10 reported not haviµg seen their GP at all} 
SOCIAL NETWORK 
. ("l"}' CONTACT WITH RELATIVES 
(a} 12 caretakers (41.3%} lived with either spouse or child and 
so had daily contact 
(b} Of those living alone with the client: 
(i} · 8 (27.5%) had no contact with other relatives 
(ii}· 8 (27. 5% }. had some contact with a daughter/son/brother 
(.average 3 visits per week} 
(c} One caretaker only saw other relatives at times of crisis • 
. . (m} · CONTACT WITH FRIENDS 
Number of caretakers reporting no or 
very little contact with their friends 17 
Number of caretakers reporting some 
contact with their friends (1-2 times 
per fortnight} 7 
Number of caretakers reporting 
frequent contact with their friends 
(2 or more times per week} 4 
- 89 -
SUPPORT SYSTEMS 
(n) SUPPORT FROM RELATIVES 
Amount of support 
None 
Some support from relative at home 
Some support from a visiting relative 
Type of support 
Shopping/cooking 
Holiday relief 
Visit/morale 
Lifting upstairs 
(o)" SUPPORT FROM FRIENDS 
Anlou·nt ·of ·support 
None 
Neighbour: crisis only 
Neighbour/friend regular help 
( e:. g. shopping) 
No. of respon·ses 
11 (37.9%) 
8 (17.5%) 
9 (31%) 
4 
1 
3 
1 
No. of responses 
23 
2 
4 
·cp·) RESPONSE TO Q.-2L 'What so·rt of help would you •1ikemore of?' 
· Cate·g·ori•e·s· c,E help r·eq•u-ir-ed 
Financial 
Advice 
Direct help for client 
Companionship 
Practical ·assista·nce 
Unspecified 
Bath attendant 
Aides (bath rail, etc.) 
Home help 
Meals on wheels 
Cleani~g up after 'accidents' 
No. of responses 
2 
(Total) 
2 ~ 
2 
2 
2 
2 
2 
2 
1 
1 
(10) 
(continued) 
- 90 -
(p) continued 
No. of responses 
'Relief' services 
Sitting in service 
Holiday relief 
Day Centre attendance 
Intermittent admission 
Managing OK 
. (g). SELF-HELP GROUP 
No. of caretakers interested in joining 
5 
6 
5 
1 
4 
self~help. group 9 
No. of caretakers not interested in joining 
self-help group (mainly due to the practical 
difficulties of leaving their relative) 20 
[r) RESPONSES TO Q.23 'What sorts of problems do you find most 
di:ffic•u1t to cop·e· with •in caring ·tor your relative?' 
(N=29) Total no. 0£ responses 50 
Pr·obTem No. of res pons es 
T c1i•ent • ·s behavi·o·ur 
Incontinence of urine 
Incontinence of faeces 
Wanderi~g 
Sleep disruption 
Dependant's depression 
Dependant's confusion 
TT CTi•e·nt/Car:etaker • ·s· rnte·r·actions 
Non-cooperation 
Frustration/irritation/boredom 
with each other 
(Total) 
Caretaker's irritation at repeated 
questionning by client 
~ggression 0£ client 
Constant strain 
(Total) 
2 
2 
1 
2 
2 
1 
( 10) 
3 
3 
4 
3 
1 
(14) 
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(r) continued 
Problem No. of responses 
III Restrictions on caretaker's social life, relationships 
and environrnenta·1 condi tion·s· 
Isolation 
Not being able to get out 
Not being able to get a job 
Not being able to spend time with 
5 
6 
1 
husband/children 2 
IV ca·retaker 's limitations 
General di££iculties in coping 
physically 
Lifting/moving 
Cleani~g/bathing/dressing 
Laundry/washing 
(Total) ( 14) 
(Total) 
2 
3 
2 
1 
(8) 
· ·csy RESPONSES TO Q.24· 'How do you cope with thes·e difficulties?' 
Coping strategy 
Resignation (just have to) 
Religion (pray/church) 
Activity (keep busy, do 
something else) 
Avoidance (leave room, go 
£or a walk) 
Release of tension through 
shouting 
Physical aggression to 
dependant· 
Reliance on having a break 
through 
(a) Client's attendance at 
day centre 
(b) Caretaker's part-time job 
Support £rom others 
Relative at home 
Doctor (+ medication) 
Social wo:r::ker 
Managi~g OK 
No. of 
responses 
9 
2 
6 
7 
5 
1 
1 
1 
2 
6 
1 
1 
% 0£ care- % of 
takers using total 
this strategy responses 
(31%) (20.9%) 
(6%) (4.6%) 
(20.6%) (13.9%) 
(24%) (16.2%) 
(17.2%) (11.6%) 
(3%) (2.3%) 
(3%) (2.3%) 
(3%) (2 .. 3%) 
(6%) (4.6%) 
(20.6%) (13.9%) 
(3%) (2.3%) 
(3%) (2.3%) 
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(t) RESPONSES TO Q.25 'Do you think there will come a point 
where you can no longer carry on caring for your relative?' 
Response category No. of responses 
Yes 
No 
Don't know 
Reasons for being unable to carry on 
Incontinence 
Caretaker's own age 
Fear of falling (caretaker) 
Difficulty in lifting 
Own health 
Psychological strain 
19 
5 
5 
2 
1 
1 
3 
7 
2 
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TREATMENT COMPLIANCE AND 
SESSION EASY/DIFFICULT RATINGS 
No. of Ratings of 
Subject Completed Sessions 
No. Sheets Easy Difficult 
RO GROUP 
1 31 25 5 
2 41 38 3 
3 37 30 7 
4 20 6 14 
5 31 0 31 
6 38 2 33 
TOTALS 198 101 93 
(51%) (4 7%) 
RA GROUP 
10 19 17 2 
11 16 15 1 
12 34 17 17 
13 30 30 0 
14 30 24 6 
15 38 26 12 
16 41 41 0 
TOTALS 208 170 38 
(81%) (18.3%) 
APPENDIX VIII 
Average number of completed sheets: RO 33/42 
RA 30/42 
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APPENDIX IXa 
RESULTS 
COGNI-TIVE (CAS scor·es) ·: PRE to POST TREATMENT 
3-WAY ANALYSIS OF VARIANCE (N = 12) 
A Independent group factor: RO and RA 
B Repeated measure factor: Pre to post treatment scores 
C Repeated measure factor: Subscales (x3) 
D Rested subjects factor 
MEAN VALUES. 
Grand Mean 5.00 
Means over A: 1 4.58 
2 5.42 
Means over B: 1 4.83 
2 5.17 
.Means over C: 1 3.96 
2 6.50 
3 4.54 
SUMMARY TABLE 
~ 
Sig. 
Source S.S. d.f. M.S.S. F Ratio level 
A 12.50 1 12.50 0.47 NS 
B 2.00 1 2.00 0.80 NS 
AB 1.39 1 1.39 0.56 NS 
C 85.08 2 42.54 4.87 <0.025 
AC 1.08 2 0.54 0.06 ·Ns 
BC 22.75 2 11.38 6.50 <0.01 
ABC 6.86 2 3.43 1.96 NS 
Error terms 
A 26.58 10 26.58 
B 
AB 24.94 10 2.49 
C 
AC 174.50 20 8.73 
BC 
. ABC. . . . . . . . . .35 .. 0.6 ... . . .20 . . . . . .1 ... 7.5 . . . . ......... . . . . ' 
. . 
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APPENDIX IXb 
RESULTS 
3·-wAY ANALYSTS- OF VARIANCE {N = 10) 
A Independent group £actor: RO and RA 
B Repeated measure £actor: Pre to mid treatment scores 
C Repeated measure £actor: Subscales {x3) 
D Rested subjects £actor 
MEAN. VALUES. . 
Grand Mean 5.04 
Means .over A: 1 5 .• 30 
2 4.77 
Means .over B: 1 5.01 
2 5.06 
Means .over C 1 3.80 
2 6.75 
. . . . . . .3 .4. 57 . 
.SUMMARY. .TABLE 
-
Sig. 
.S.o.ur.ce. . s. s .. d.£ .. M.S.S . . F Ratio level 
A 4.27 1 4.27 0.14 NS 
B 0.04 1 0.04 0.01 NS 
AB - 0. 27 1 0.27 0.08 NS 
C 93.65 2 46.83 6.15 <0.025 
AC 4.63 2 2 .. 32 0.30 t-1S 
BC 15.18 2 · 7. 59 7.95 <0.01 
ABC 0.43 2 .0. 22 0.23 NS 
Error terms 
A 23.71 8 29.64 
B 
AB 27.24 8 . 3. 40 
C 
AC 121·. 80 16 ·. 7. 61 
BC 
ABC 15.27 16 0.95 
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APPENDIX IXc 
RESULTS 
COGNITIVE (CAS scores): POST-TREATMENT to FOLLOW-UP 
3-WAY ANALYSIS OF VARIANCE (N = 12) 
A Independent group factor: 
B Repeated measure factor: 
C Repeated measure factor: 
C Rested subjects factor 
MEAN VALUES 
Grand Mean 5.00 
Means over A: 1 4.40 
2 5.62 
Means over B: 1 5.07 
2 4.95 
Means over C: 1 4.54 
2 6.83 
3 3.65 
SUMMARY TABLE 
Source S.S. d.f. 
A 26.89 1 
B 0.25 1 
AB 0.06 1 
C 129.44 2 
AC 3.53 2 
BC 0.02 2 
ABC 4.53 2 
Error terms 
A 264.70 10 
B 
AB 7.27 10 
C 
AC 191.72 20 
BC 
ABC 22.89 20 
RO and RA 
Post-treatment to follow-up scores 
Subscales (x3) 
Sig. 
M.S. F Ratio level 
26.89 1.02 NS 
0.25 0.34 NS 
0.06 0.08 NS 
64.72 6.75 <0.01 
1.76 0.18 NS 
·0.01 0.01 ~ NS 
2.26 1.98 NS 
26.47 
0.73 
9.59 
1.14 
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APPENDIX IXd 
RESULTS 
COGNITIVE (CAS scores): PRE TREATMENT TO FOLLOW-UP 
3-WAY ANALYSIS OF VARIANCE (N = 12) 
A Independent group factor: RO and RA 
B Repeated measure factor: Pre treatment to follow-up scores 
C Repeated measure factor: Subscales (x3) 
D Rested subjects factor 
MEAN VALUES 
Grand Mean 4.90 
Means over A: 1 4.44 
2 5.36 
Means over B: 1 4.84 
2 4.95 
Means over C: 1 3.92 
2 6.38 
3 4.40 
SUMMARY TABLE 
Sig. 
Source S.S. d.f. M.S.S. F Ratio level 
A 15.13 1 15.13 · 0. 52 NS 
B 0.20 1 0.20 0.07· NS 
AB 2.35 1 2.35 0.82 NS 
C 81.42 2 40.71 5.72 <0.b25 
AC 5.25 2 2.63 0.37 NS 
BC 26.70 2 13.35 8.56 <0.01 
ABC 1.03 2 0.52 0.33 NS 
Error terms 
A 289.96 10 29.00 
B 
AB 28.60 10 2.86 
C 
AC 142.42 20 7.12 
BC 
ABC 31.18 20 1.56 
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APPENDIX xa 
RESULTS 
BEHAVIOURAL (BRS scores): PRE to POST TREATMENT 
3-WAY ANALYSIS OF VARIANCE (N = 12) 
A Independent group factor: RO and RA 
B Repeated measure factor: Pre to post treatment scores 
C Repeated measure factor: Subscales (x4) 
D Rested subjects factor 
MEAN VALUES 
Grand Mean. 4.38 
Means over A: 1 4.63 
2 4.13 
Means over B: 1 4.63 
2 4.13 
Means over C: 1 5.79 
2 6.75 
3 1.42 
4 3.54 
SUMMARY TABLE 
Sig. 
Source S.S. d.f. M.S.S. F Ratio level 
A 6.00 1 6.00 0.67 NS 
B 6.00 1 6.00 3.46 NS 
AB 8.17 1 8.17 4.71 NS 
C 410.25 3 136.75 28.99 <0.001 
AC 2.75 3 0. 92 • 0.19 NS 
BC 0.58 3 0.19 0.13 NS 
ABC 4.75 3 1.58 1.03 NS 
Error terms 
A 89.00 10 8.90 
B 
AB 17.33 10 1.73 
C 
AC 141.50 30 4.72 
BC 
ABC 46.17 30 1.54 
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APPENDIX Xb 
RESULTS 
BEHAVIOURAL (BRS scores): PRE to MID TREATMENT 
3-WAY ANALYSIS OF VARIANCE (N = 10) 
A Independent group factor: RO and RA 
H Repeated measure factor: Pre to mid treatment scores 
C Repeated measure factor: Subscales (x4) 
D Rested subjects factor 
MEAN VALUES 
Grand Mean 4.76 
Means over A: 1 4.75 
2 4.77 
Means over B: 1 4.58 
2 4.95 
Means over C: 1 6.60 
2 6.95 
3 1.50 
4 4.00 
SUMMARY TABLE 
Sig. 
Source S.S. d.f. M.S.S. F Ratio level 
A 0.03 1 0.01 0.004 NS 
B 2.81 1 2.81 1.38 NS 
AB 21.01 1 21.01 10.31 <0- 025 
C 387.74 3 129.25 58.53 <0.001 
AC 14.64 3 4.88 2.21 NS 
BC 24.44 3 8.15 2.26 NS 
ABC 9.44 3 3.15 0.87 NS 
Error terms 
A 26.60 8 3.33 
B 
AB 16.30 8 2.04 
C 
AC 53.00 24 2.21 
BC 
ABC 86.50 24 3.60 
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APPENDIX Xe 
RESULTS 
BEHAVIOURAL (BRS scores): POST TREATMENT to·FOLLOW-UP 
3-WAY ANALYSIS OF VARIANCE (N = 12) 
A Independent group factor: RO and RA 
B Repeated measure factor: Post treatment to follow-up scores 
C - Repeated measure factor: Subscales (x4) 
D Rested subjects factor 
MEAN VALUES 
Grand Mean 4.06 
Means over A: l 4.60 
2 3.52 
Means over B: l 4.15 
2 3.98 
Means over C: l 5.67 
2 6.38 
3 1.25 
4 2.96 
SUMMARY TABLE 
Sig. 
Source S.S. d.f. M.S.S. F Ratio level 
A 28.17 l 28.17 3.16 NS 
B 0.67 l 0.67 1.02 NS 
AB 0.04 l 0.04 0.06 NS 
C 409.20 3 136.40 30.89 <0.001 
AC 2.58 3 0.86 0.20 NS 
BC 1.91 3 0.64" 0.95 NS 
ABC 0.71 3 0.24 0.35 NS 
Error terms 
A 89.21 10 8.92 
B 
AB 6.54 10 0.65 
C 
AC 132.46 30 4.42 
· BC 
ABC 20.13 30 0.67 
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APPENDIX Xd 
RESULTS 
BEHAVIOURAL (BRS scores): PRE TREATMENT TO FOLLOW UP 
3-WAY ANALYSIS OF VARIANCE (N = 12) 
A Independent group factor: RO and RA 
B Repea~ed measure factor: Pre treatment to follow-up scores 
C Repeated measure factor: Subscales (x4) 
D Rested subjects factor 
MEAN VALUES 
Grand Mean 4.30 
Means over A: 1 4.56 
2 4.04 
Means over B: 1 4.63 
2 3.98 
Means over C: 1 5.87 
2 6.23 
3 1.42 
4 3.29 
SUMMARY TABLE 
Sig. 
S.o.ur.ce S.S. d.f. M.S.S. F Ratio level 
A 6.51 1 6.51 0.68 NS 
B 10.01 1 10.01 6.85 <9.05 
AB 8.76 1 8.76 6.00 <0.05 
C 413.20 3 137.73 26.52 <0.001 
AC 6.61 3 2.20 0.42 NS 
BC 3.78 3 1.26 1.04 NS 
ABC 2.86 3 0.95 0.78 NS 
Error terms 
A 95.60 10 9.56 
B 
AB 14.60 10 1.46 
C 
AC 155.81 30 5.19 
·BC 
ABC 36.48 30 1.22 
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MOOD SCALE RESULTS 
CLIENT'S OWN MOOD: ALL SUBJECTS 
Subscale Depression 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Confusion 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Tension 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Friendliness 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
N 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
T 
+1.4434 
+1.6176 
+2.4364 
+0.6978 
+1.759 
+2.6689 
+0.0726 
-0.9145 
-1.1467 
+1.459 
+0.4126 
+1.3887 
APPENDIX XIa 
Significance 
5% 
level 
NS 
NS 
{2 
NS 
NS 
tail) 
5% {2 tail) 
NS 
NS 
NS 
NS 
NS 
NS 
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MOOD SCALE RESULTS 
CLIENT'S OWN MOOD: MATCHED PAIRS 
Subscale Deeression 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Confusion 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Tension 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Friendliness 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
N 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
T 
+0.3868 
+0.6049 
-0.4385 
+l.2335 
-3.6297 
-1.1644 
+l.15 
-1.910 
+0.173 
0 
-0.2 
+0.191 
APPENDIX XIb 
Significance 
level 
NS 
NS 
NS 
NS 
2% ( 2 tail) 
NS 
NS 
NS 
NS 
NS 
NS 
NS 
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MOOD SCALE RESULTS 
CARETAKER'S RATING OF CLIENT:· ALL SUBJECTS 
Subsc·a1·e Depr·e·ss•ion 
Pre - Post 
Post - Follow-up 
Pre 
- Follow-up 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
· ·ffuhsca1·e·. Fri·endlin•ess 
Pre 
-
Post 
Post - Follow-up 
Pre - Follow-up 
NS= non-s~gnificant 
N 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
T 
+0.29 
+l.288 
+0.455 
+0.262 
-0.25 
+0.4212 
+0.845 
-1.877 
0 
-0.6928 
+0.2672 
+0.692 
APPENDIX XIIa 
Significance 
level 
NS 
NS 
NS 
NS 
NS 
NS 
NS 
5% (1 tail) 
NS 
NS 
. 
NS 
NS 
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MOOD SCALE RESULTS 
CARETAKER'S RATING OF CLIENT: I'-1ATCHED PAIRS 
Subsca-ie· Depr·e·ssi"on 
Pre - Post 
Post - Follow-up 
Pre 
-
Follow-up 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
· S-ubsc·a-ie· Te·n•si•on 
Pre - Post 
Post 
- Follow-up 
Pre - Follow-up 
·s-uhs·c:a-ie Fri•e·ndline·ss 
Pre 
-
Post 
Post 
- Follow-up 
Pre - Follow-up 
N 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
T 
+0.8668 
+0.326 
+0.5575 
+0.5586 
+1.8898 
+1.260 
+2.3814 
-0.436 
+0.999 
-0.362 
0 
"'."'0. 363 
APPENDIX XIIb 
Significance 
10% 
level· 
NS 
NS 
NS 
NS 
NS 
NS 
(2 
NS 
NS 
NS 
NS 
NS 
tail) 
... 
" 
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MOOD SCALE RESULTS 
CARETAKER '·S OWN MOOD: ALL SUBJECTS 
Subscale Depression 
Pre - Post 
Post - Follow-up 
Pre - .Follow-up 
Subscale Confusion 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Tension 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
Subscale Friendliness 
Pre - Post 
Post - Follow-up 
Pre - Follow-up 
N 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
13 
T 
-0.4926 
+2.0732 
+0.5741 
+1.939 
+1.1476 
+2.96 
-0.6337 
+3.207 
+1.199 
-3.207 
+0.7428 
~-
-1.~ 8057 
APPENDIX XII'Ia 
Significance 
level 
10% 
NS 
(2 
NS 
NS 
NS 
tail) 
2% (2 tail) 
NS 
5% ( 2 tail) 
NS 
1% (2 tail) 
NS 
10% ( 2 tail) 
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MOOD SCALE RESULTS 
CARETAKER'S OWN MOOD: .MATCHED PAIRS 
Subscale· Depression 
Pre :7-'· Post 
PoE{t - Follow-up 
Pre - Follow-up 
Subscale Confusion 
Pre - Post 
Post - Follow-up 
Pre - Fol.low-up 
·Subs~ale Tension 
·Pre - Post 
Post·- Follow-up 
Pre - Follow-up 
Subscale Friendliness 
Pre ~- _.Post 
Post - Follow-up 
_. -~r 
Pre )~ fo.llow-up 
,,, .. 
.. 
N 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
6 
T 
+r .·6919 
+0.3492 
+0.2742 
-1.074 
.. +1.513 
+1.865 
-0.349 
0 
+0.2411 
0 
+0.2774 
+o. 25f· 
APPENDIX'XIIIb 
Significance 
level 
NS 
NS 
NS 
NS 
NS·.-
NS 
NS· 
NS 
.. NS 
.. NS 
'• ··· ... -:: .. 
•• 
